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Returning The Mentally
Disanled To The Community:
Government Needs To Do More

Department of Health, Education, and Welfare
and Other Federal Agencies =

Care ana treatment of menitally disabled per-
SONs N commuanities can be an eftective alter-
native 0 instidutional cere. However, many
mentally disgbled persons nave been released
from institutions betore sufficient community
facilities and services were availahle and with-
out adeguate planning and followup. Others
enter, remain n, or reenter institutions un-
necessardy.

The Congress and the Office of M=nagement
and Budaet can help solve some of these pro-
blems by

-giving Federal sgencies a clear mandate
to devote resources to this problem,

-defining mc re clearly the appropriate
rol2s, responsibilities, an+ actions for
Federal agencies, and

-changing aspects of Federal programs
that hinder or discourage the appro-
priate placement of mentaliy disabled
persons,

HRD=76-152 JAN. 7,1977
100501

: - g0



COMPTROLLER GENERAL OF THE UNITED STATES
WASHINGTON, D.C. 20548

B-164031(5)

To the President of the Senate and the
Speaker of the House of Representatives

This report describes many of the problems associated
with Federal efforts to help States serve mentally ill and
mentally retarded persons in communities rather than in large
public institutions. It discusses the need for a more con-
certed and systematic Federal effort to make certain that
mentally disabled perseons are cared for in the setting and
with support services most appropriate to their needs.

Our review was made because the Congress has shown in-
terest in helping States serve mentally disabled persons in
communities, many problems have been reported in this area
by the news media, and many Federal programs affect the
mentally disabled. We made our review pursi agnt to the Budget
and Accounting Act, 1221 (31 U.S.C. 53), and the Accounting
and Auditing Act of 1950 (31 U.S.C. 67).

We are sending copies of this report to the President
and President-elect of the United States; the Director, Of-
fice of Management and Budget; the Attorney General; the

Comptroller General
of the United States
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COMPTROLLER GENERAL'S RETURNING THE MENTALLY
REPORT TO THE CONGRESS DISEBLED TO THE COMMUNITY:
GOVERNMENT NEEDS TO DO MORE
Department of Health, Educa-
tion. and Welfare and Other
Federal Pgencies

DIGEST

Care and treatment for the mentally disabled
in communities rather than in institutions
has bezen a national goal since 1963. Some
Federal courts have held that the mentally
disabled have a constitutional right to be
treated in communities when community care
serves their needs more and restricts their
freedom less. (See ch. 1l.)

Hevertheless, many mentally disabled need-
lessly encer, rerain in, or reenter institu-
tions. Others have been released from in-
stitutions before encucsh community facilities
and services wvere available and without ade-
guate planning for, and later review of, their
needs. This review did not ianclude the crim-
inally insane and did not consider the guality
of care in institutions. (8See ch. 2.}

Because Federal programs provide the financ-
ing, States are enccouraged tuv transfer the
mentally disabled from institutions to nurs-
ing homes and other facilities that often
are inappropriate. Federal proyrams can, do,
or should affect "deinstituticnalizatinn’~--
that is, serving only thuse needing institu-~
tional care in institutions anrnd serving
others in the community.

These programs need to be better managed,
responsibilities and accountability of Fecd-
eral agencies need to be clearly cdefined,
and Federal agencies need to work harder to-
gether to help achieve deinstitutionaliza-
tion., (See ch. 3.)

There is no overall plan and management Sys-
tem to
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--set forth specifi¢ steps neeued to accom-
plish deinstitutionalization,

--define specific cbjectives and schedules,
--de fine acceptable cowmmunity-based care, or
~-provide central direction and evaluation.

Three organizations are responsible for di-
ecting and coordinating efforts of Federal
agencies: the Office of Management and
Budget, Federal regional councils, and the
President's Committea en Mental Retardation,

The first two have not taken action on de-
institutionalization; the President’s Com-
nittese has been only pa:rtly effective in

coordinatina the work of Federel agencies.

DEPARTMENT OF HEALTH,
EDUCATION, AND WELFARE

The Department of Healttr, Education, and
Welfare's (HEW's) appreach to deinstitution-
alization was disorganized.

~=Plzns to make community placement work
had not been made.

~-Instructions to constituent agencies had
not been issued.

--No one organization had been ossigned re-
- sponsibility for ovarseeing dzinstitution-
alization.

Although they are he:pful, developmental dis-
abilities programs and the commy ity mental
health centers program have not done as much
as expected and have net provided the re-
sources or servicez needed tc place mentally
disabled people in the community.

peveleopmental disabilities proaram

The develcpmental disabilities programs in
the five States reviewed provided funds to
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develop and expand community rescurces and
worked productively with other agencies. But
success was not commensurate with need.

The Developmentally Disabled Assistance and
Bill of Rights Act of 1975, if properly im-
plemented, should resolve many problems. HEW
and other Federal agencies must support State
developmental disabilities programs by iden-
tifying specific actions that other federaily
supported agencies need to take. Greater com-
mitment and cooperation {rom other federally
supported State and local programs also are
needed. (See ch. 4.)

Community mental health centers and clinics

Increased services available from community
mental health centers and clinics have not
alwvays reduced unnecessary admissions to
mental hospitals or provided services to
people released from mental hospitals. HMedi-
cation was the only service provided to many
patients.

The mental health centers program has devel-
oped separately frcem the public mental hos-
pital system, making integration of the two
difficult. Funding for community-based men-
tal health services has not grown in propor-
tion to thc need.

Allocations for mentai uospitals still dom-
inate most State mental health budgets, and
restrictions and other problems have pre-
vented the use of other funds to improve
community-based care for the menctelly ill.
Declining Federal funding for centers has
caused several communities to avoid the pro-
gram. (See ch. 5.)

Medicaid
Lacking alternatives, local programs use
noney provided by the Medicaid program to

place the mentally disabled in nursing homes.
Many homes are not staffed or prepared to

iii
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meet the special needs of the mentally dis-
abled or are not the best setting for per-
sons so placed.

People were also placed in nursing homes or
elsowhere without any release plans, with
plans that did not identify all services
needed, or without adequate provisions for
followup services.

HEW has started to improve the gquality of
care nursing homes provide but has not
deait specifically with the special needs
of the mentally disabled in these homes,
HEW cen help by systematically evaluating
and ewforcing Medicaid requirements for de-
institutionalization and by integrating re-
lated reguirements in Medicaid and other
agency programs.

How Gio HEW standards for institutions for
the retarded that participate in the Medi-
caid program affect a State's ability to
help those inappropriately placed in such
facilities or who risk being admitted to
ther?

HEW must answer this gquestion, because
States must improve facilities to comply
with the standards by March 18, 1977, and
must alse expand community programs for the
retarded., Sufficient funds often are nct
available to ao both. (See ch. 6.)

Under the Social Security Act, States must
find and correct situations in which Hedi-
caid recipients ‘are wrongly placed in men-
tal hoespitals, institutions for the retarded,
or nuvsing homes or do not receive appro-
priate services there. HEW must also survey
these programs to validate their effective-
ness.

State and HEW efforts in this arez should
be impeeved because they were inadeguate

to meet the needs of the mentally disabled.
(See ch, 7.)

iv
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Medicare

Medicare provides insurance for only limited
outpatient care for the mentally ill. Ba-
cause of this, many people may be placed un-
necessarily in mental hospitals.

HEW monitors State surveys of mentel hospi-
tals for compliance with Medicare standards,
including those on discharge planning, but
this has been limited. BEEW has recognized
these problems and was trying to solve them.
{See ch. 8.)

Supplemental Security Income

Although Supplemzntal Security Income has
helped mentally disabled people return teo
communities, some of these people have bLeen
placed in substandard fzcilities, placed
without provision f£or support services, or
rlaced inappropriastely. Standards on group
housing for Suppiermental Security Income
recipients were not reguired; this aggravated
the problem.

Supplemental Security Incone payments were
reduced or not auvthorigzed when public agen-
cies helped maintain or operated community
residential facilities for the mentally dis-
abled. Legislation enacted in August and
October 1976 eliminated many of these reduc-
tions in Supplemental Security Income and au-
thorized such payments to persons in certai-
publicly cperated community residences.

{See ch. %.)

Social services

aAlthough many mentally disabled have been
released from public institutions without
provision for needed services, many States
have not used all Federal funds available
under social services programs. This is
partly because of the controversy and con-
fusion about the program and the inability
or unwiilingness of States to provide neces-
sary matching funds.

-



HEW had not nonitered or enforced its re-
guirements that social service plans respond
to individual needs or that foster place-
ments be appropriate.

A new social services program started in
1375 does not include these reguirements,
Although deinstitutionalization is one goal
of the new program, HEW does not regquire
States to coordinate their program plans on
this goal with these of mental health agen-
cies, ccmmunity mental health centers, or
other agencies. (See ch. 10.)

Vocational rehabilitation

State vocational rehabilitation agencies have
helped mentally disabled persons remain in
and return to communities. Since the en-
actment of the Rehabilitation Act of 1973,
these agencies have reported some increased
efforts to rehabilitate pergsons with mental
handicaps classified as severe disabilities.
This act reguired emphasis on service to the
more severely Jdisabled.

Vocational rehabilitation for the mentally
retarded has been provided primarily for
the mildly retarded or persons with nearly
normal intelligence quotients in the com-
munity (rather than in institutions). Vo-
cational rehabilitation for the mentally
ill often was focused on drug addicts,
alcoholics, and persons with mental &is-
abilities not considered severe by BEW,

HEW needs to improve its management of the
vocational rehabilitation program so that
appropriate emphasis is given to the rore
severely mentally disabled. (See ch. 11.)

DEPARTMENT OF HOUSING
AND URBAN DEVLLOPLENT

Only one of eight local housing authorities
contacted considered the needs of the lower
income, mentally disabled people in its hous-
ing assistance plan. This consideration is

vi



required by the Housing and Community Develop-
ment Act of 1974.

In 1971, the President directed the Department
of Housing and Urb: Development to help develop
special housing for the retarded. However, the
Department had not

--made plans for this,

or sponsors of HEW-assisted housing to con-
sider the needs of the mentally disabled, or

-~informed its headguarters and field staffs
of their responsibilities under the Presi-
dent's directive. (See ch. 12.)

DEPARTMENT OF LABOR

Labor job training and placement pcograms often
have helped mentally disabled persons, but they
have not been available to many mentally dis-

abled persons in or released from institutions,

The Secretary of Labor had not informed the
Department staff of their responsibilities

in helping accomplish deinstitutionalizstion,
and program administrators had not considered
their programs® effects on this objective.

Many people served by sheltered workshops
were not placed into competitive, productive
employment; others needed job training and
placement to help them lead normal or nearly
normal lives in the community. (See ch. 13.)

RECOMMENDATIONS
TO THE CONGRESS

The Congress should consider:
--Designating a committee in each House with

the responsibility for monitering all Fed-
eral efforts to help place the mentally

vii
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disabled in the community so that Federal
agencies wxik together and support State ef-
forts to sa:ve the mentally disabled. (See
P. 1820

--Requiring Iilzte developmental disabilities
pregrams to concentrate on coordinating ac-
tivities at the local level. (See p. 182.)

--Amending th® Social Security Act to increase
the outpatisnmt mental health services avail-
able under Hsdicare. (See p. 183.)

--Conseciidatiny the funds earmarked for men-
tal health oa=der the special health revenue
sharing and the community mental health
center programs into a formula grant to
State mentsl health agencies. (See p. 183.)

The Congress 3»0uld also consider whether ad-
ditional legislztion is needed to help Fed-
eral, State, 23 local agencies provide more
job trainimg 23 placement services to the
severely mantzlly dicabled, who have particu-
lar disadvantages in the job market. (See

p. 184.}

RECOMMENDATICES TO THE DIRECTOR,
QFFICE OF RAXACEMENT AND BUDGET

At least 135 ¥=deral programs--administered
by 11 major dzoartments and agencies of the
Geverneent~-zifect the mentally ill or men-
tally retarded. Therefore, the Director
should

--instreect Fader&l agencies to develop and
help implemszmt deinstitutionalizatien,

--see that tha responsibilities and specific
actions 20 > taken by Federal agencies
are cleagly defined, and

--direct ¥Paderzl regional councils to mo-
bilize, Cocrdinate, and evaluate Pederal
work affectimy this goal throughout the
country. (=2 p. 184.)



RECOMMERDATIORS TO
THE SECRETARY OF HEW

The Secretary should:

--Define responsibilities of and actions to
be taken by HEW agencies.

I

--Designate an agency or official responsible
for coordinating this work.

--Determine how to make sure that State and
local agencies administering HEW-supported
programs develop and implement effective
case management systems for pecple being
released from public institutions.

--Evalunate the need and desirability of nro-
viding incentives for care for the mentally
disabled other than in intermediate care
facilities.

--Determine a clear and consistent Federal
role in mental health and retardation pro-
grams and make recommendations to the Con-
gress. (Swe p. 184.)

--Improve individual Department programs.
{See pp. 186 to 190.)

RECOMMENDATICNS TO THE
SECRETARIES OF LASCR AHND
HOUSIRG AND URBAN DEVELOPMENT

The Secretaries should each make community
care for the mentally disabled a depart-
mental objective and improve existing pro-
grams. (See pp. 190 and 19%1.)

[

AGENCY COMMENTS

The Office of Management and Budget; HEW;

the Departments of Housing and Urban Davel-

opment, Labor, and Justice; and the Rational

Association of State Hental Health Preogram -~
Directors generally agreed with GRO’s find-
ings.
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The Departments of Labor and Housing and
Urban Development generally agreed with

the recommendations and outlined several
actions they have taken, were taking, or
planned to take to help return the men-

tally disabled to the community.

HEW did not specifically comment on the

recommendations, but said that it would

study them and develcop a plan for imple-
menting those it concurred in.

The Office of Hanagement and Budget out-
lined actions it would take, but disagreed
with the recommendations to it, arguing

that they were unwarranted and would un-
justifiably interfere with State and local
responsibilities. GAO continues to believe
that the actions recommended are needed and,
if implemented, would not interfere with
State and local responsibilities.

State agencies commented on findings re-
lated to them that were contained in
separate reports GAO issued on each State
reviewed.



CHAPTER 1

INTRODUCTION

In 1963, the Government embarked on a bold new approach
to improve the care and treatment of the mentally retarded
and mentally ill. This new approach involved starting a
series of programs to stimulate and support an array of com-
munity services, as alternatives to institutional care, which
enable mentally disabled 1/ persons to remain in or return to
their communities and to be as independent and self-support-
ing as possible. This approach recently has been referred to
as "deinstitutionalization,” which can be defined as the
process of (l).preventing both unnecessary admission to and
retention in institutions, (2) finding and developing appro-
priate alternatives in the community for housing, treatment,
training, education, and rehabilitation of the mentally dis-
abled who do not need to be in institutions, and (3) improv-
ing conditions, care, and treatment for those who need
institutional care. This approach is based on the principle
that mentally disabled persons are entitled to live in the
least restrictive environment necessary and lead their lives
as normally and independently as they can.

The Department of Health, Education, and Welfare (HEW)
estimates that about 10 percent of our population, or about
20 million people, has some form of mental illness, which is
defined as an affliction resulcing in a disturbance in be-
havior, feeling, tainking, or judgment to such an extent that
a person reguires care and treatment. HEW also estimates
that about 6 million persons in the United States are men~
tally retarded, with 95 percent of those persons being
mildly or moderately retarded and 5 percent severely or pro-
foundly retarded. HMental retardation, which is different
from mental illness, is defined as significant subaverage
general intellectual functioning which originates during
the developmental period (between conception and age 18)
and is associated with impairment in adaptive behavior.

Mental illness cost the country an estimated $36.7 bil-
lion in 1974 including both direct costs of treatment and
economic losses. In 1974 HEW estimated that the annual cost
of mental retardation was between $8.5 and $9 billion an-
nually. In 1974, the total cost of caring for mentally dis-
abled persons was estimated at $2.8 billion in State and

l/The term *mentally disabled” is used throughout this report
when referring to both the mentally ill and mentally re-
tarded. Our review did not include persons determined to
be criminally insane.

1
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county mental hospitals and $1.9 billion in State institu-
tions for the retarded. HEW estimated that it alone spent
over $1.5 billion for the mentally retarded in fiscal year
1875. (See app. IV.) The most recent data available at HEW
shows that Federal agencies spent an estimated $4 billion for
the mentally ill in 1971. (See app. V.)

Traditionally, State and local governments have been re-
sponsible for the care and treatment of mentally disabled.
persons. The Federal role has been to support and stimulate
improvements in the care of the mentally disabled and, more
recently, to assure their equal protection including their
civil rights and their rights to adequate treatment and
care. Today the Federal Government helps to support the care
of many mentally disabled persons both in institutions and in
the community.

Until the 1960s, mentally disabled persocns who could not
afford private care had to rely primarily on public institu-
tions. Conditions in the institutions generally were harsh.
Treatment programs wWere very limited; living guarters were
crowded; few recreational or social activities were avail-
able; and individual privacy was lacking. In general, the
institutions served as custcdial settings, often with un-
pleasant conditions; consequently, many people remained in
institutions for years.

Many factors have contributed to the release of persons
from public institutions. Scme of these were

--the humanitarian concern over the deplorable condi-
tions in many of these facilities;

~-new treatment methods;

--new treatment philosophies adopted by mental health
professionals favoring community-based care rather
than institutional care;

--the availability of Fedefal and State funds for de-~
velonlng and expandlng community facilities and serv-
ices and for income support;

--the advent of psychotroplc (tranquilizirng} drugs in
the 1950s;

--the cost savings to the States from placing persons
in nursing homes and other facilities costing less
than mental institutions and where the Pederal Govern-
ment would pay part, most, or all of the cost;



~~changes in State commitment laws which made it more
difficult to involuntarily commit persons to mental
institutions; and

-~the impact of court decisicns protecting the consti-
tutional rights of mentally disabled persons to lib-
erty, treatment, due precess, and egual protection
under the law, and to be free from cruel anc¢ unusual
punisnment.

In 1963 President Kennedy proposed and the Congress ap-
proved two major Federal grant programs aimed at developing
copmunity services and facilities needed to shift the place
of care away from State institutions. At that time there
were more than 680,000 mentally disabled persons in public
institutions. The President's spec.al message to the
Congress, which cited deplorable ccaditions in institutions
and the Hation's limited ability to treat the mentally dis-
abled in or out of the institutions, called for a bold new
approach to the problems of mental disability. Three major
objectives were included in the approach; they were (1) to
seek out the causes of mental illiness and mental retardation
and eradicate them, (2) to strengthen the underlying re-
sources of knowledge and skilled manpower needed by the Na-
tiocn to attack mental disability, and (3) to strengthen and
improve the program and facilities serving the mentally dis-
abled, with emphasis on developing community-based services.
The President stated that the new mental health program
would make it possible, within a decade or two, tc reduce
the numbers of mentally ill persons in institutions by 50
percent or more. No specific numbers were cited for reducing
the institutionalized mentally retarded population.

The resulting Mental Retardation Facilities and Community
Mental Health Centers Construction Act of 1963 (42 U.S.C.
2682) became the basis for a major part of the Federal Gov-
ernment's involvement in deinstitutiocnalization. In subse-
guent years, other Federal programs, such as Medicaid,
Supplemental Security Income (S8SI), Vecational Rehabilitation,
and Developmental Disabilities, have been initiated or
changed to make it possible for more mentally disabled per-
sons to live and be treated in their communities.

The deéinstitutionalization effort was further enhanced
in November 1971 when President Nixon established, as a na-
tional goal, the return of one~-third of the over 200,000
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me- tally retarded persons in public institutions to useful
lives in the commurity. 1/ He alsc called upon the Depart-
ment of Justice to strengthen the assurance of full legal
rights for the retarded and called upon the Department of
Housing and Urban Development (HUD) to assist in the develop-
ment of special housing arrangements to help retarded persons
live independently in the community. In October 1974, Pres-
ident Ford issued a statement in support of the November 1971
goal.

Federal courts have been instrumental in both rﬂquirlng
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preventing the placement of others into institutions. As of
June 1975, there were over 100 completed or pending court
cases in 39 States and the District of Columbia affecting the
rights of the mentally disabled. Federal courts have held
that mentally disabled persons have the right: (1) to treat-
ment in the least restrictive environment appropriate to
their needs, (2) to liberty, and (3) to a minimum level of
education. These rights have been based upon the Eighth
Amendment's prohibition of cruel and unusual punishment, and
upon the equal protection axd due process clauses of the
Fourteenth Amendment. Additionally some State courts have
struck down zoning ordinances which discriminated against

the mentally disabled.

As of March 1975, public institutions in at least 10
States were under court order to provide services to the
mentally disabled in a less restrictive environment appro-
priate to their needs, and similar cases were pending in sev-
eral other courts. Over half the States were involved in
cases involving the right of mentally disabled persons to an
education. The Department of Justice has been involved in
many of these cases as either the complainant or friend of
the court.

The Federal role in deinstitutionalization has grown
substantially since 1963 to the point that the amount and
types of financial assistance provided; the requirements,
standards, and restrictions imposed; and the pclicies of
Federal agencies have significantly influenced both the
progress made and problems encountered by the States in
their efforts. Appendix I shows the major events in the
growth of Federal involvement in deinstitutionalizaticn of
the mentally disabled and cthers.

1/The over 200,000 included about 181,000 in public institu-

tions for the retarded and nearly 30,600 retarded persons
in State mental hospitals.



At least 135 Federal programs, operated by 11 major de-
partments and agencies, impact either Jdirectly or indirectly
on the mentally disabled; an estimated 89 are operated by
HEW. Almost every component agency within HEW has pvograms
which impact on the mentally disabled. Otner Federal agesn-
cies include HUD, Labor, Justice, and ACTION.

Under these Federal programs almost every type of serv-
1ce needed by mentally disabled persons in communities can
be financed wiolly or partly with Federal funds. The pro-
grams generally provide income support pavments directly to
individuals or provide grants to States to cover part of the
cost of providing services to the poor, needy, or disabied.
Bach program generally provides for one or more services,
but not for all of those needed by mentally disabled persons.
Eligibility requirements, such as age, income, and degree of
disability, and State limitations varv auaong the different
programs.

COSt OF INSTITUTICUEL
VERSUS COHMUNITY CARE

During fiscal year 1974, the estimated average annual
cost of caring for a person in a public mental hospital was
$11,250, and $9,500 in a public institutinn for the retarded.
The average daily rate per person was about $31 and $26, r=-
spectively.

We did not compare the cost of institutional care with
community-based care because the relative costs of institu-
tional and community care have not been the criterion for
placement under Federal law or court decisions.

We reviewed seven studies which compared institutional-
care costs witbh community-care costs. Four of the studies
included the m:-tally retarded, +wo included the mentally
ill, and one included both. Five of the studies concluded
that community care was less expensive than institutional
care. The two other studies concluded that costs did not
differ significantly assuming a full range of needed services
were provided in both settings.

The study that covered both the mentally ill and men-
tally retarded concluded that three factors--housing, employ-
ability, and primary source of funds-~-had the most influence
on both cost and benefit. The study was a 3-year research
and demonstration project funded by HEW and showed, for the
clients studied, an average net savings to the public of
$20,800 per person for community care over a 10-year period.
The savings ranged as high as $39,400. The cost of community
care exceeded the benefits to the State, but then only by a

5



8light amount, when the clients were living in intensive care
facilities, unemployable, and supported by public funds.

Thig study concluded that (1) it is cost-~beneficial to the
Stata to place and maintain mentally disabled persons in the
commanity an.’. [2) much of the cost burden shifts from the
Stat? to the -sderally supported programs when mentally dis-
abled persor ure placed in the community.

Cest is an important factor for program planning, man-~
agemat, financine, and evaluation. It is difficult to make
goneraliz-~*ions about the relative costs of institutional and
compuinity care because several factors must be considered.
These include the amount, kinds, and quality of services
provided, the nature and severity of individual disabilities,
the time periods involved, and difficulties in ascertaining
complote and accurate costs for community care and what costs
are tQ be considered.

HEW believes that the state of the art of determining
the «¢osts in alternative long-term care settings is still in
the early stages of development. In view of Federal legis-
lation and court decisions, however, the most important
question appears to be how to most cost etfectively serve
mentally disabled persons in the least restrictive environ-
m2nt appropriate to their needs.

SCOPL OF REVIEW

Qur review objectives were to (1) evaluate the progress
and identify the problems of selected States in developing al-
ternatives to institutional care and providing an array of
ceoxdinated community-based services to mentally disabled per-
sons who would otherwise be institutionalized, (2} ascertain
whethor prescribed services were provided to persons released
from institutions, (3) evaluate the adequacy of HEW enforce-
ment of the recuirements placed on States, (4) determine
whother selectod Federal programs have encouraged or hampered
deinstatution. ization, (5) determine the emphasis, direction,
and coordination given to deinstitutionalization by HEW and
other Federal agencies, and (6) ascertain the adeguacy of
Federal cfforts to monitor and evaluate deinstitutionalization
efforts.

Qur work was done principally at BEW, HUD, Department of
Labar, Office of Management and Budget {OMB), and ACYION
headguarters; HEW, HUD, and Department of Labor regional of-
fices and Federal regional councils in Boston, Philadelphia,
Chicago, Seattle, and Kansas City, Missouri; and at State and
local agencies, selected public institutions, private agen-
cies, and service providers in Massachusetts, Maryland,
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Michigan, Nebraska, and Oregon. Our review included agencies
involved in public health, meatal health and retardation,
public welfare and social services, vocational rehabilitation,
education, housing and community development, employment, and
comprehensive health planning.

We reviewed pertinent Federal and State legislation,
regulations, and administrative documents, relevant reports
of various committees, task forces or other researchers, and
court decisions relating to the rights of the mentally dis-
abled. We alsc contacted representatives frem various advo-,
cacy groups and performed a limited amount of work at St.
Elizabeths Hospital in Washington, D.C.

We traced 266 mentally ill and 164 mentally retarded
persons who had been released from institutions to community
service providers. We did not assess the quality of care
provided in the institutions or the commun:ty. Our fieldwork
was done between January and August 19275,

We issued separate reports on our findings in each of
the States reviewed. State and Fedeval regional agencies
commented on these reports.

~ o



CHAPTER 2

WHAT HAS 3IAPPENED TO THE PECUPLE

Many mentally disabled persons have been released from
institutions and placed into decent hcusing in c¢iean, safe
neighborhcods with such structurea in~house activities and
outside programs as work, education, &ay activity centers,
and recreational programs. In this eavirconment, many men=
tally disabled persons have become less dependent on either
public support or other people for financial and daily living
needs and have learned to live normal or nearly normal lives.

However, many other mentally diszbled persons enter,
reenter, or remain in public institwtions when they could ke
treated in the community. Others have been placed into sub-
standard and crowded facilities in unzafe neighbarhoods, or
facilities that could not or did not grovide neaded services
or assurance that they would receive reeded services.

Many mentally disabled persons wXo remain in public in-
stitutions or who have been placed into the community are
recipients of or eligible for assisiance under Federal or
federally supported programs.

REDUCTION IN INSTITUTIONAL
POPULATIONS

The resident populaticn of publls mental nespitals has
steadily declined nationwide since rezching a peak of
559,000 in 1955. In 1963, when the President stazted that it
would be possible to reduce the populztion of public mental
hospitals by 50 percent or more withinx a decade or two, about
£04,600 were in such facilities. %y June 30, 1974, the res-
ident population of such facilities had been reduced to about
215,500, or by 57 percent.

Public mental hospitals in the five States included in
our review also experienced substantizl declines in their
inpatient pcopulations. As the table shows, the inpa%ient
populations decreased by 34,600, or ¢3 percent, between 1963
and 1974.

The resident population of thes Kation's public institu-
tions for the mentally retarded has aiso declined, but at a
slower rate than for the mentally iil. In 1963, there were
about 176,500 persons in the Nation®s public institutions for



the .eotarded; the resident population increased to a peak of
193,200 in 1967. By 1871, when the President established the
national goal to reduce this residential population by one-
third, the resident population was about 181,000. 1/

Mentally ill
inpatient population

State 1963 1974 Redugtion EFercent
Baryland 8,100 5,000 3,100 38
Hassachusetts 17,500 6,000 11,5600 66
Michigan 20,100 6,000 14,100 70
Nebraska 3,700 600 3,100 84
Gregon 4,060 1,260 2,800 69
Total 53,460 18,860 34,600 65

A survey conducted by the National Association of Coor-
dinators of State Programs for the Mentally Retarded showed
that as of January 1375 there were an estimated 168,300 per-
sons in public institutions for the retarded. Therefore, be-
tween 1971 and January 1975, the resident popuiation in such
facilities declined by an estimated 7.5 percent.

The resident populations of the public institutions for
the retarded in the five States included in our review de-
clined by 25 percent between 1271 and 1974 and by about 30
parcent between 1963 and 1974. The table below shows the
resident population for the 3 years.

Although there were more persons in public inscitutions
in Maryland in 1974 than in 1963, the State has been reducing
its institutional population in recent years. Maryland has
also recently constructed smaller institutiens and has
shit'ted residents from its largest institution to the smaller
onss.

%féhese figures do not include the 30,600 mentally retarded
persons in State nmental hospitals.

9
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Resident population of public
institutions for the mentally retarded

Maryland 2,6%0 3,260 2,800
Massachusetts 7.10@ 7,200 5,790
Michigan 12,740 10,970 7,340
Nebraska 2,220 1,480 a/1,070
Oregon 2,870 2,845 2,220

27,620 25,755 19,220

I3

-

E/As of January 1975,

EXTENSIVE USE OF
NURSING HOMES

Many persons have been released from mental hospitals
and institutions for the retarded and placed intc nursing
romes. i/ HMany of these facilities were not staffed or pre-
pared to handle the developmental or psychiatric needs of
the mentaily disabled. Some did not meet safety or patient
care scandards. These facllities were frequently the only
alternativa to continued inpatient or residential care in a
public institutien rathexr than the most appropriate setting.
Some wera so large that, in effect, perscns were moved from
eone insgitutional setting to another.

Current information is not available on the number of
rmentally disabled persons now in nursing homes who were re-
leased from public institutions. Information that is avail-
able, estimates that have been made, and the results of our
review show that substantial numbers of mentally disabled
parsons ave been placea into such facilities. It appears
that more mentally ill persons reside in nursing homes than
in public mental hospitals.

During 1%7¢, HEW surveyed 288 SNFs throughout the
country. From the results of tha study, it was estimated
that about 62,8%0, or 22 percent, of the 283,900 patients in

7
L-"stl.u:‘si.ng homes generally refer to skilled nursing facilities

{SNFs) or intermediate -care facilities (ICFs), but also in-

clude rest homes and homes for the aged.

10



. ..~ -the SHNFs were under 65 years of age. One of every three pa-

tients in the facilities who were 65 ct older had chronic
brain disease and about cone "u 10 had a neurcsis or psychosis.
Of those patients under 65, =7 percent were mentally retarded
and 20 percent were mentally ill.

bata from a surve, completed in April 1974 by the Na-
tional Center for Health Statistics, HEW, showed a 48-percent
increase in the number of nursing home residents with mental
disabilities since 1%26%--from 607,400 to 8%9,500. Of these,
72,700 were retarded, 200,300 were mentally ill, excluding
those who were senile, and 6.6,500 were senile. Of the
114,200 residents urnder 65, ac least 79,300, or 6% percent,
were mentally disabled. Of these, mental illness or retarda-
tion was the primary diagnosis for 42,700, or about 37
percent.

According to National 1lnstitute of Mental Health {NIMH)
estimates, nursing homes are the largest single place of care
for the mentally ill. They represaent 2%.3 percent, or $4.2
billion, of the estimated total direct care costs for the
mentally ill of $14.5 billion in 1874. In contrast, State,
county, and other public mental hospitals accounted for 22.8
percent of the total direct care costs.

In addition, nursing homes housed about 2,350, or 26
percent, of the more than 92,000 mentally retarded persons re-
leased from 115 public institutions in 1974, as reported by
the institutions in response to a survey conducted by the Na-
tional Association of Superintendents of Public Residential
Facilities for the Mentally Retarded.

From institution to nursing home

In January 1975, the Nebraska Medicaid agency identified
about 200 mentally retarded ard about 1,700 mentally ill per-
sons in SNFs and ICFs. Many of these facilities had a large
nunber of mentally disabled persons in relation to their total
population. For example, one facility with 45 beds had 37
mentally disabled persons--23 mentally retarded and 14 men-
tally ill. Another 98-bed facility had 78 mentally disabled
persons--33 mentally ill and 25 mentally retarded. Informa-
+ion on the ages of all the mentally disabled persons in SNFs
and ICFs in Nebraska was not readily available, but at least
462 mentally retarded persons-in such facilities were under
65.

1l



A recent study conducted by the Massachusetts Department
of Public Health showed that one-fifth of the residents in
ICFs in the State were mentally disabled. The study includad
over 90 percent, or about 38,000, of the total number of nurs-
ing hcme beds in Massachusetts.

A Michigan study showed that there were an estimated
4,180 formerly institutionalized mentally disabled persons in
nursing homes in the Detroit area alone. Michigan has estab-
lished a special category of SNFs solely for retarded persons.
SNFs that desire to care orly for retarded persons must obtzin

pecial certification and must meet special reguirements. as
of Yecember 1974, Michigan had placed about 750 mentally re-
tarded persons in such facilities.

A study made by Oregon's Mental Health Division showed
that abcut 250 retarded persons from institutions had been
placed into nursing homes during the pericd from July 1%6%
to July 1974.

Mentally disabled persons have been placed into nursing
homes because, among other reasons, (1} mental health agencies
do mot have a2il of the necessary funds for community care and
therefore rely on other agencies, such as welfare departments,
to provide funds; (2) Medicaid funds were available for SXF
and ICF placement, but not for other types of community place-
ments; (3} the Federal Government, with certain restrictions,
shares the costs of SNF and ICF placements under Medicaid;

{£) SNF and ICF placements are convenient because SNFs and,
ICFs assume responsibility for the care of the people and
therefore, less coordination amchg agencies is needed; and
{5) other alternatives were not available. In addition, re-
strictions in the Supplemental Security Income program,

such as the one which prohibitadé SSI payments to persons in
publicly owned or operated facilities and the one which re-
duced SSI pavments in cases when support was provided by State
agencies, may have influenced the placement of persons inte
SNFs and ICFs because financial incentives to the State are
greater under Medicaid than SSI. (See p. 130.)

The availability of Medicaid funds for nursing homes has
significantly influenced the placement of many mentally Gis-
abled persons in nursing homes in Michigan. For example, one
Department of Hental Health official in Michigan stated that
many of these facilities were not prepared to handle or care
for the mentally disabled. He called the placement of many
of these persons inte such facilities ®"regrettable®. A
Massachusetts official cited the availability of Medicaigd
funding for SKFs and ICFs as the reason that so many mentally
@isabled persons had been placed in these facilities.

12
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Services not provided

Many mentally disabled persons wera released from insti-
tutions and placed in nursing homes, including SNFs and ICFs,
without provision being made for needed services. WWe found
evidence of this practice in each of the five States in our
review as well as in other States as reported by cutside
sources. Many of these persons were receiving only custodial
care. In some cases, however, we noted that special efforts -
were being made to meet the special needs of the mentally dis-
abled, particularly the retarded, in such facilities. Some
examples follow.

Massachusetts

In June 1975, Massachusetts removed Medicaid certifica-
tion from or issued warnings to 60, or about 10 percent, of
the State'®s ICFs. These were nursing homes that failed to
comply with the Life Safety Code or with minimum standards of
patient care.

On a questiormaire we sent to the 60 nursing homes, we
asked them how many of their residents were formerly in State
institutions. Of the 46 homes that responded, nine said they
did not have any mentally disabled. Thirty-one responded that
an average of 28 percent of their beds were occupied by men-
tally disabled persons who were formerly in State institu-
tions. 8ix nursing homes responded that they were out of
business. The re ponses showed that 76 mentally disabled
persons had been placed into i3 of these facilities after
actions against the facility had been initiated.

Beds occupied

Mentally by mentally
Total disabled disabled

Bomes beds patients patients (percent)

1 24 24 100

4 121 96 79

3 128 70 55

7 299 106 35

8 229 41 18
8 464 13 _3
31 1,265 350 _28

A State official told us that there was a y
: J s general tend-
ency to place formerly institutionalized persens in those

nursing hozmes where the quality of care was poorer and safety
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standards not complisd with as riqgidly as in other nursing
homes. He said that, generally speaking, the more ex-mental
patients there were in a facility, the worse the conditions.

Michigan

We visited several nursing homes in Michigan where many
mentally disabled persons had been placed. In general, the
homes cffered very few services other unan custodial care,
and were not prepared to provide the special services needed
by the mentally disabled residents. For the most part, the
residents were just sitting, watching television, or lying on
their beds. An official in Wayne County told us that in the
past, nursing homes served as a "dumping ground" for State
institutions. Department of Social Services officials fur-
ther stated that nursing homes were not helping persons to
become self-sufficient but were, in fact, mini-institutions.
Therefore, they were trying to place fewer persons in such
facilities.

We visited one of the special mursing homes for the re-
tarded in Wayne County. The facility housed 143 mentally re-
tarded persons who had been releassd from a State institution
for the retarded. Most of the retarded patients were chil-
dren; all were Medicaid recipients. The facility was new and
nicely furnished.

Developmental programming for the facility's patients
was limited. The State had placed six employees at the facil-~
ity to provide such programming for the patients in accordance
with its policy to place one State employee it each special
nursing home for the retarded for each 25 pacients. However,
the State employees could only provide 45 minutes to 1 hour of
training to about 130 of the patients each day. The remaining
patients were not receiving habilitation or training services
except for some recreational activities.

During our tour of the facility, we noted that several
patients were receiving’such services as toilet training,
self-feeding, and learning how to walk, but others ware just
sitting, or lying in their beds or on mats doing nothing.

The facility did not have sufficient staff to provide needed
services to the patients. It had only one part-time physical
therapist and one full-~time occupational therapist, but more
paticnts needed these services ‘than could be provided by the
available staff. Sufficient staff was not available to dress
all of the patients =o that they could always atterd the
training classes that were provided.

14
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We noted a st 1g urine odor in several wings. We were
informed that the facility was alsc experiencing house-
keeping problems, which accounted for the neglect in cleaning;
however, steps were being taken to resolve these problems.

All patients under 26 years of age had been evaluated for
their educational needs according to the State's mandatory
education law. The school system was in the process of
arranging for educational programs for all except for about
35 of the facility's patients.

Two nursing homes we visited that were housing retarded
persons served by the Macomb-Oakland Regional Center 1/ pre-
sented a different picture. ©One home had 85 retarded patients
and the other had about 70 retarded children. The center and
the school system were providing a variety of services to the
patients. Services included language training, motor skills
development, self-feeding and dressing, and academic subjects.
At one home, the school system had placed 15 staff members,
and the Center had placed staff members to previde program-
ming. In addition, 43 participants in the Foster Grandparent
program were at the facility 20 hours each week to help with
training and recreation for the children. (See p. 34.)

Nebraska

Two nursing homes we visited in Nebraska had no special
or developmental programming or services for those mentally
retarded persons that we traced from the institution. A 1975
State interagency committee study of 18 mentally retarded per-
sons in four nursing homes showed that formal individualized
programs for the retarded did not exist. The committee's re-
ports indicatec that this lack of programming was typical of
most nursing homes. The interagency committee developed a
number of procedures to help resolve this problem. State of-
ficials told us that although they recognized that many men-
tally ill persons had also been placed into nursing homes,
they had not taken action tc solve this problem, but that
they planned to do so in the future.

Oregon

In 1975 an Oregon task force reported that a typical day
for a mentally ill person in a nursing home was sleeping, eat=-
ing, watching television, smoking cigarettes, sitting in

1/

= A State-operated center in Michigan serving the mentally
retarded in Macomb and Oakland counties.
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groups in the largest room, or looking out the window; there
was no evidence of an organized plan to meet their needs. A
county service coordinator found that about 25 mentally re-
tarded persons were transferred from institutions to nursing
homes where they were receiving only custodial care even
though about one-third of them were capable of participating
in seome kind of developmental program. .

peinstituticnalizzation or
reinstituticnalization

Several HEW officials, including those in the Office of
Long Term Care (CLTC), and the Developmental Disabilities Of-
fice (DDO}), have guestioned whether the placement of the men-
tally disabied into nursing homes is really deinstitutional-
ization or simply movement to another setting which is just
as institutional ir its size, structured living environment,
and lack of privacy. The 1974 data obtained by the National
Center for Health Statistics indicated that more than 50
percent of nursing home residents were in facilities with 100
or more beds and about 15 percent were in facilities with 200
or more beds. In Michigar, for example, thousands of men-
tally disabled have been placed in nursing homes. Of the
nursing homes we visited, one used by the State for the men-
tally disabled had 440 beds while another had 33C.

This visw cf reinstitutionalization as seen by the HEW
officials appears to be supported by constitutional standards
imposed on the States by Federal courts which state that men-
tally disabled persons have a right to treatment ir the least
restrictive environment commensurate with their needs. For
example, judicially imposed standards in Hew York and Alabama
provide that those States shall make every attempt tu move
residents of the éesignated State mental institution from
{1) more to less structured living, (2) larger to smaller fa-
cilities, (3} larger to smaller living units, (4) group to
individual residences, (5) places segregated from the commu-
nity to places integrated with community living and program-
ming, and (&} dependent to independent living. The standards
imposed in Hew York went further in requiring that, with cer-
tain exceptions, community placement be a noninstitutional
residence in the community of 15 or fewer beds for nildly re-
tarded adults and 12 or fewer beds for all others, coupled
with a program adequate to meet the residents' individual
needs.

PLACEMENT IN GROUP HOMES, FOSTER CARE
HCMeS, AND OTHER RESIDENTIAL FACILITIES

Many mentally disabled persons have been released from
institutions and placed intoc group homes, foster care homes,
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half-way houses, room and board facilities, and "welfare" ho-
tels. Many were placed into decent, comfortable settings and
were provided with a range of services to meet their needs.
Others, however, were placed into overcrowded, substandargd,
and dirty facilities without provision being made for neseded
services. The only service provided to many mentally ill
persons released ¢ the community was medication.

The guality of coxmunity settings and services varied
oonsiderably among and within States. In general, it ap-
peared that mentally disabled persons for whoz the mental
health system retained and exercised at least case management
responsibility were provided with more services than those
persons who were referred to cther agencies or systems such
as the welfare system.

Instances in which persons were released from State men-
tal hospitals or insitutions for the retarded without provi-
sion for appropriate services occurred in all of the States
ve reviewed. Studies done by others alsc identified this
prcbiem in other States. Of the five States included in our
review, we found both scme of the worst and the best condi-
tions in Michigan.

Michigan

In Detroit we wisited 13 community residences operated
under the supervision of the State Department of Social
Services, where many mentally disabled perscns had bsen placed
from State institutions. State officials informed us that
most of the residents of these homes received SSI. Eight
homes we visited were clean and appeared to have zdeguate
living conditions. Residents in five of the homes did not
appear to be receiving any services. In several instances
programming was limited to activities such as sitting and
doing nothing cr watching television.

In four hames, the floors, walls, and ceilings were ex-
tremely dirty:; the bed linens were not only ragged but very
soiled; and shower and toilet facilities were dirty and in
disrepair. Conditicrs in these homes were so rundown that one
agency stoppsd placing persons there until conditicons im-
proved. In two homes beds were located in what would ordi-
narily have been considered the living and dining rooms of the
homes, which left little living space. Aoparently because of
overcrowvding, kitchen and dining areas in these two homes
were in the basements. One home had cnly one bathroom for
its 12 residents, contrary to department starndards which re-
quire one bathroom for every eight residents.
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Many of the fostcr care homes serving the mentally dis-
abled were in inner city areas with high crime rates, aban-
doned buildings, substandard housing, poor econcmic condi-
tions, and little or no recreational opportunities. Cf a
total of 378 community placement residences in Detroit serving
the mentally disabled, 165 were located in the inner city
with 101 on one street. State cofficials attributed this to
the availability of large homes at relatively low prices in
the inner city and to restrictive zoning which limits after-
care homes to the older, rundown sections of the city. Al-
though the number of mentally disabled in these facilities
was not known, it has been estimated to be several thousand.

The only service being provided to many released mentally
ill persons was medication. Studies done by others have re-
vealed similar conditions. For example, the community mental
health board in Wayne County, Michigan, found that as of June
1975, about 2,500 mentally_ill clients needing aftercare
services were being served while about 22,000 clients were ex-~
pected to need such services during fiscal year 1976. Also,
as of May 1975, about 1,200 persons in Wayne County known to
be mentally retarded were on waiting lists for various com-
munity servicer, such as activity centers or sheltered work-
shops.

We visited 10 community residences in Detroit operated
under contract with the State Department of Mental Health.
In general these homes were nicely decorated, clean, and
well-maintained. The clients in these homes generally re-
ceived in-~house programming, participated in activities, and
frequently used community serviees, such as attending schools.

We also visited a variety of community residences where
15 retarded perscns released from State institutions had been
placed by the Macomb-Oakland Regional Center. These included
family care training homes, group homes, and an apartment.
Each was well-maintained and had adequate living, recrea-
tional, and sleeping areas, as well as an in-house learning
program. Thirteen of the persons in our sample were endgaged
in some form of outside day activity, such as attending a
school or a sheltered workshop. Of the remaining two persons,
one was too medically impaired to participate in ocutside pro-
grams and the other was only 3 years old.

Oregon

In the three community residences we visited in this
State, no provision for services had been made for persons
placed there from a State mental hospital. For example, the
managers of these facilities told us that available activities
included watching television, listening to the radio, playing
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bingo, and reading. Of 36 persons we traced who were still
receiving services from a mental health clinic in Oregon, 23
were receiving only medication.

Of the 25 mentally retarded persons we trdced in Orsgoz,
19 had been placed in group hcmes. Services provided to these
perscns included social adjustment training, veocational ze-
habilitation, or supervision.

Nebraska

In Nebraska an unknown number of mentally disabled per-
sone had been placed in room and board hcmes that did not
provide adeguate care. These homes had been licensed by the
State Department of Agrlculture. Complaints by citizen croops
corcerning the poor conditions in these homes led to the wwiz®-
drawal of licenses from an estimated 320 of these homes, lezv-
ing then without State supervision or regulation. The Stats
Health Cepartment became resgonsible for regulating these
homes in 19274, and in May 1975 a State interagency commiiites
reported that stringent regulation of these room-and-board
homes should solve the previocusly identified problems.

USE OF PUBLIC INSTITUTIONS BY
PERSONS WHO CQULD BE TREATED
IN COMIFJNITIES

De3p1te decreased resident populaticns and adm¢351o~" 2T
public institutions, many persons who could be treated in tie
communltles still enter or remain in these institutions. To=
primary reason for this appears to be the lack of communsty-
based facilities and services or lack of access to the same.

Mentally retarded

In a 1274 survey conducted by the National Association
of Superintendents of Public Residential Facilities for the
Mentally Retarded, the superintendents of 130 public instito—
tions for the retarded estimated that more tlan 50 percert 2%
their residents, ranging from profound to borderline retzzrdsd,
could be placed in the commurity if facilities ard service
appropriate to individual needs were availablie. By applvins
the estimate made by the 130 superintendents tc the figure «f
131,300 residents reported by the superintendents ¢f 177 £a-
0111t1es, we estimated that about 71,600, or 54.5 percent,
could be placed into the community. However, saperintencents
of 149 facilities reported that they plannad tc zelease cnly
about 9,200, oxr about 10 percent, of their residents becazuss
of the lack of appropriate facilities and services in cozr a~
nities.
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In all of the five States we visited there were many men-
tally retarded persons in institutions who could live in the
community if they had access to appropriate community alter-
natives. For example:

--In Maryland a 1974 Mental Retardation Administration
survey indicated that 2,240, or 80 percent of the ag-
gregate population in five institutions, could be
moved to the community by fiscal year 1980. Of those,
316 persons were ready for immediate placement and 797
could be vlaced if specialized services were provided.
The remaining 1,127 persons required 2 to 5 years of
training prior to release. Apartments, group homes,
family or foster care, and a variety of services were
needed to prepare these people for release. At one
institution an estimated one-third to one-half (170 to
250) of the retarded children could function in the
community if school or residential placements were
available.

--A study completed in 1974 showed that nearly 1,200
mentally retarded persons in 2 of Oregon's 3 institu-
tions could be placed in the community if adequate
community facilities and services were available. For
example, the study showed that at one institution, 223
persons could be placed within 1 year and 714 placed
after 1 year. Group homes and nursing homes with ties
to activity centers, sheltered workshops, and compet~-
itive employment were said to be needed. The superin-
tendent of one institution told us that many persons
were in a “holding pattern" waiting for living facil-
ities, activity centers, workshoups, and employment op-
portunities to be developed.

--Nearly 600 retarded persons in Michigan were ready te
be placed in comrunities in Wayne County, but had to
remain institutionalized because of the lack of group
homes, foster homes, or semi-independent living ar-
rangements. Waiting lists also existed for community
services, such as vocaticnal training, sheltered work-
shops, and activity centers.

During 1971 about 15,370 persons entered the Nation's
public institutions for the retarded as compared to 15,150 in
1963. Data on total admissions to public institutions for
the retarded after 1971 was not available at HEW. However,
about 140, or 60 percent, of the 235 facilities operating
during fiscal year 1974 reported about 10,800 total admissions
during the year, of which about 7,800 were new admissions and
3,000 were readmissions. Approximately 2,880 of the new ad-
missions were moderately, milaly, or borderline retarded while
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4,920 were severely or profoundly retarded. About €7 percent
of the new admissions were between the ages of 3 and 21. It

would appear that many admissions could have been avoided if

access to community alternatives had been available. In ad-

dition to these admitted to public institutions, 55 superin-

tendents estimated that at least 50 percent of the 5,000

persons on their admission waiting lists could be treated
in the community.

Readmissions

In 1963, 12 percent of the admissions to public institu-
tions for the retarded were readmissions. By 1871, readmis-
sions accounted for 27 percent. HEW discontinued collecting
admission data from all of the States in 1972. The results
of the 1974 survey conducted by the National Association of
Superintendents of Public Residential Facilities for the Men-
tally Retarded indicated that 28 percent of the admissions in
fiscal year 1974 were readmissions. In Massachusetts, read-
missions consituted 3 percent of total admissions to State
institutions for the retarded in fiscal year 1963 and 38
percent in fiscal year 1974.

In the 1974 survey, 135 facilities renorted that the
primary reason for readmissions was lack of community services
such as living accomodations, comprehensive services, and fol-
lowup. The failure to adjust to community living and comnu-
nity rejection were also cited as factors.

Mentally ill

Admissions to public mental hospitals continued to in-
crease from 1950 to 1972. For example, admissions to such
facilities increased form 178,000 in 1955 te a peak of
414,925 in 1971. Begdinning in 1972, however, total admissions
declined annually to 374,550 in 1974, the latest year for
wiich national data was tabulated.

Although total admissions to public mental hospitals
have been declining nationally since 1971, many persons con-
tinue to be placed in these facilities who could be treated
in communities, as illustrated below.

--There were about 10,785 admissions to Massachusetts
mental hospitals in 1974, compared to 12,306 in 1963.
A 1973 study sponsored by the State Department of Men-
tal Health showed that between 50 and 75 percent of
the admissions to the State's mental hospitals could
be avoided if adequate community services were avail-
able. The department‘s commissioner concurred by say-
ing that about two-thirds of State mental hospital
admissions could be eliminated if comprehansive
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services, such as 23-hour c¢risis interventien, were
available. Patiesnts had akso been unable to leave the
mental hosplizal we visited because of the lack of
~uitable housing. <ne patient, for instance, was ready
to leave ths hospital in July 1974, but had to remain
there 8 months ipgnger because there was no available
space in a half-way house.

~-There were about 12,500 adnissions to Maryland mental
hospitals in fiscal year 1%74, compared to 7,300 in
fiscal year 19%&3. ‘The Comissioner of HMaryland's Men-
tal Hygiene 3dminisiration made a conservative estimate
that 25 to 3Q percent of the persoens currently institu-
tionalized could b2 treated in the cormunity if funds
specifically designrated for mental health programs were
available. Data prrovided by one mental hospital we
visited indicated that about 70 percent of RB00 persons
admitted to cne unit from January 1973 to December
1974 entered because communrity altecrnatives were una-
vailable. is of January 1%73, 85 of Y14 patients in
this unit cculd have bheen zeleased iIf sarvices, such
as day care, vocaticnal tralning, transportation, em—
ployment, incume assistance, and housing, were avail-
able.

-=In Oregon, ithe officials gt the State mental hospital
we visited told us that abcut 25 percent of the persons
admitted could have been treated in the community and
that many of the patients who had besen in the hospitel
for a long time could be placed in the community if
appropriate facilities and services were available.

The hospital had about 3,082 admissions in 1974.

Various other studies have also concluded that many per-
sons who could be treated on the community level are instead
served in State institutiong. For example, a 1974 study
sponsored by HEW of 1,808 patients in Texas mental institu-
tions concluded that only 33.5 percent reguired continved
psychiatric hospital caxe:; and of the remaining 64.5 percent
that could have peen placad in the community, about 10 percent
could live on the outside on theix awn.

Readmissions

Readmissions account far an imereasingly large proportion
of admissions to pubiic mental hospitals. In 1969, 47 percent
of those entering public mental hospiltals had been in such
facilities before, hut by 1%72, the perceantage had increased
te about 54 percent.
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In Oregon, for example, about one-half of the more than
3,000 admissions to one mental hospital during 1974 were re-
admissions. The clinical director =zt the facility told us
that the average patient there had been admitted to an insti-
tution two or three times. Of the 64 patients we traced from
that facility to the community, 45 (70 percent) had been ad-
mitted to the hospital an averag. of four times.

In fiscal year 1963, about 43 percent of the 7,300 ad-
missions to Maryland's .ental hospitals wer¢ readmissions. By
fiscal year 1974 abcut 70 percent of the 12,508 admissions
were readmissions. In Massachusetis, readmissions to State
mental hospitals increased from 35 percent of fiscal year 1%63
admissions to 49 percent in fiscal year 1975,

Institution officials in Nebrask: attributed frequent re-
admissions of the mentally 1ll to the inability of community
mental health facilities to provide needed fellowup and after-
care services to persons released from the iastitutions.

On May 16, 1975, one community mental health clinic in
Michigan reported:

"In May 1975, thus far, there have been several
readmissions and one suicide attempt of atter
care referrals due to their intake here not being
soon enough (and information from refar:ial agen-
cies did not indicate such risks)."

FACTCRS CONTRIBUTING
TO I ROBLEMS IN STATES

Many factors contributed to the problems the States have
faced with deinstitutionalization. We issued reports to HEW
on each of the S:iates we reviewed, detailing the problems those
States had. Those problems are described, in brief, below.

Responsibility for the mentally disabled in communities
was generally fragmented and unclear. Mentally disabled per-
sons, particularly those who are more severely disabled, often
have a variety of needs--education, mental health services,
habilitation, sociz] services, medical and dental services,
vocational rehabilitation and training, income support, hous-
ihg, transportation, and employment.

When persons are patients or residents in public insta-
tutions, responsibility far their care is usually evident,
Although several differeant agencies may provide funds or serv-
ices to persons in public mental institutions, departments of
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mental health and retardation are responsible for overall case
management, identification of needs, and arrangement for or
provision cf services.

When mentally disabled persons are released from insti-
tutions, however, responsibility for their care and support
frequently becomes diffused among several agencies and levels
of government, depending upon such factors as age, income, or
disability. State and local governments have generally estab-
lished separate agencies to develop and provide most of the
resources to f£ill the aforementioned needs for general popula-
tion groups, including the mentally disabled. The roles and
responsibilities of thcoe agencies and specific actions to be
taken by them f£or deinstitutionalization, however, have fre-
quently not been clearly defined, understood, or accepted.

Deinstitutionalization has not received the full and
well-coordinated support of many State and local agencies ad-
ministering programs that serve or can serve the mentally dis-
abled. Moreover, agencies serving population groups that do
or could include the mentally disabkled have not included de-
institutionalization of ‘the mentally disabled in their pro-
gram plans nor have they made it a specific operating object-
ive or priority. Furthermore, they have not provided
financial or other support needed to help mentally disabled
persons (1) avoid unnecessary admission or readmission to pub-
lic institutions, (2) leave such facilities, or (3) receive
appropriate help in communities.

This lack of support has led to further (1) difficulties
in financing deinstitutionalization and (2) the lack of, or
lack or access to, appropriate community facilities and
services for the mentally disabled. Although the number of
community services and facilities has increased, substantial
shortages remain, Housing, mental health and developmental
services, education, work training, activity programs,
transportation, employment, and other services are needed.

Despite reductions in their institutional populations,
State mental health and retardation agencies have had to de-
vote the bulk of their resources to institutional care and
therefore rely on other agencies for community placement ef-
forts. These agencies have not, however, provided sufficient
support. In:some cases, these agencies have been reluctant
to serve the mentally disabled or those who are more severely
disabled at all. ther factors which have hindered the devel-
opnment and use of community resources are preogram eligibility
requiremerts, controversy and confusion over program entitle-
ments, the categorical nature of funding which scnetimes im-
peded the ability to link services, incentives in certain
programs which encourage institutional or nursing home
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—piaééments. and the lack of funds for the large initial capi-
tal costs of community residences and funds for their contin-
ued operation.

Individual transitions to comnunity living were not
handled well in many instances. Planning for individual
transitions was often fraguented and uncoordinated; specific
and comprehensive needs were {requently not identified at the
time of release; inappropriate community settings were being
used; formal referrals were not always made; and followup was
irnadequate in the comaunity.

The lack of a planned, well-managed, coordinated, and
systematic approach to deinstitutionalization at the Federal
level has caused or contributed to the aforementioned prob-
lems. A better planned, more coordinated, and more aggressive
effort by the Federal Government could help facilitate dein-
stitutionalization and make sure that mentally disabled per-
sons eligible for or receiving federally supported benefits re-
ceive appropriate services in the appropriate setting. ~ The re-
mainder of this report, therefore, deals with the actions
that Federal agencies and the ‘longress can take to improve
implementation of the deinstitutionalization objective.
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CHAPTER 3

WEED FOR A FEDERAL STRATEGY AND MORE

CONCERTED AND COORDINATED EFFORTS

Although deinstitutienalization of the mentally dis-
azled has bean a national goal since 1%63, Federal agencies
trat do, should, or could have an impact on this goal had
net yet develeped a comprehensive, systematic, and clearly
“zZined nationzl strategy or plan to achieve the goal. Tney
hzd not developed a management system to make sure that the
ceal was properly implemented and, for the most part, hagd
ntt made a concerted effort to accomplish the deinstitution-
alization gozl.

HEW is the principal Federal agency concerned with the
mentally dissbled. Two HEW programs directly address de-
institutionalization -~ the community mental health centers
{C¥EC) and developmental disabilities programs. These pro-
gra=s have had a positive impact but they (1) could have
done more teo help meet the goal, {2) have not yet had the
irzsct they were expected to have, and (3} have not been
akiz alone to provide all of the resources or coverage needed
to zchieve the deinstitutionalization geal.

Other prctentially useful Federal programs have been
identified but an overall implementation plan and manage-
ment system have not been developed which (1) defines spe-
cific cobjectives and timeframes, (2) defines what constitutes
acceptable community-based care, (3) sets forth specific
st2ps needed to accomplish the goal, (4} defines roles and
responsibilities of various agencies, (5} establishes account-
ability, and (6} provides central direction, guidance, co-
ordination, and evaluation.

One of the basic problems at the Federal, State, and
local levels is that thase agencies having primary responsi-
bility for the mentally disabled do not have all of the funds
nesdad to devslop adesquate, comprehensive community-based
care systems for the mentally disabled. 1In addition, they
do not have all of the responsibility for regulating or
moxitoring the standards of care in cormunities. Therefore,
thay have approached deinstitutionalization by relying on
the nany sccial, welfare, and other programs that affect
genaral populztion target groups, such as the poor, the aged,
chkildren, or the disabled, to accomplish deinstitutionaliza-
tion without aay central guidance, management, or focus.
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In the absence of any national strateoy or management:
system to implement deinstitutionalization, Federal officials
responsible for these other programs that do or could have an
impact on deinstitutionalization generally {1} were not aware
of the national goal or had not received imstructicas on im-
plementation, (2) had not implemented their programs to help
achieve the goal, (3) had not undertaken substantive, sus-
tained, juint efforts directed at deinstitutiocnalization,
or (4) had not monitored or evaluated their programs' impact ~
on deinstitutionalizaticn of the mentally disabled.

With a few exceptions, the Federal agencies we contacted
had not taken substantive action to assist in the gainstitu-
tionalization effort. Officials administering progranms in
HUD, Labor, ACTION, and HEW that impact on deinstitstionaliza-
tion generally were not aware of the natiornal goal, did not
view themselves as having responsibilities relating to de-
institutionalization, or had devoted little or nc effort to
assist in carrying out the goal. The Department of Justice,
however, was taking substantive action in implementing the
deinstitutionalization goal and in carrying out the 1971
Presidential mandate to help secure full legal rights for
the retarded.

Even within HEW, deinstitutionalization of the mentally
disabled was not a Secretarial or Department-wide chjective
in HEW's operational planning system until fiscal ysar 1976
when the development of a deinstitutionalization sirategy
for the mentally retarded became a formal operationzl objec-
tive to be monitored by the Secretary. Deinstitutionaliza-
tion of the retarded was an operational objective in the
Social and Rehabilitation Service (SRS) for fiscal yvear 1972,
but it was not carried out then and has not been an SRS
operational chjective since then. The Developmental Dis-
abilities Office has had deinstitutionalization as z2n opera-
tional objective since fiscal year 1972, but despite re-
peated attempts, has not been able to get other agencies,
including its former parent organization, the Rehabilita-
tion Services Administration (RSA), to establish or implement
joint objectives or efforts. Although a number cf attempts
have been made by various agencies to develor joint opera-
tional objectives relating to deinstitutionaiizatinn, they
were not implemented, primarily because problems arese both
in getting agencies to cooperate and in obtaining support
from SRS. '
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The neced for a more concerted effort in the implementa-
tion of deinstitutionalization is illustrated by the fact that
11 major Federal departments and agencies administer at least
135 programs impacting on the mentally disabled. These pro-
grams provide funds for such activities as direct clinical
care, education, rehabilitation, employment, housing, plan-
ning, and income support, or about all of the needs mentally
disabled persons would have. For example, at least 11 dif-
frrent agencies administer 31 programs which provide direct
clinical services for the mentally disabled, and at least
five agencies administer rehabilitation programs affecting
the mentally disabled.

The need for interagency coordination among Federal
agencies has been expressed repeatedly over the last several
years. In December 1971, the Director of DDO stated:

"It would be helpful if the individual efforts of
the several Federal agencies could be coordinated
into one strategy which would suopport one ancther."

In commenting on the discharge planning and followup re-
quirements in the then-proposed ICF requirements, the SRS
Acting Administrator stated, in 1973, that the effective
integration of services of various programs was critical to
deinstitutionalization. 1In addition, the SRS, long-range
plan for fiscal years 1974-1978 contained the following
comment:

"There has been little experience within the Medicaid
program with attempts to improve the conditions of
care of the mentally retarded and to maintain or
restore these individuals to states of independence
or self-care. Activities in this area, more than
in almost any other Medicaid program, will have to
be conducted in close coordination with RSA, CSA
fnow PSA], and other organizational units with
similar objectives concerning the mentally retarded.®

In some instances, no mechanism existed to coordinate
the efforts of various agencies in accomplishing the goal of
deinstitutionalization. 1In other cases, such mechanisms
did exist, but little effort was made to effectively use
the mechanisms to coordinate a national effort. Three or-
ganizations have responsibilities relating to directing and
coordinating Federal interagency efforts ~- OME, Federal
regional councils, and the President's Committee on Hental
Retardation (PCMK). OMB and Federal regional councils have
not addressed or taken action on deinstitutionalization, while
PCHMR has only limited effectiveness in coordinating efforts
of Federal agencies. 28
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QFFICE OF MANAGEMENT AND BUDGET

OMB is responsible for insuring that Federal programs
are properly coordinated. OMB is also responsible for
overseeing the activities of Federal regional councils and
for operating the Federal Managemeut by Objectives (H3C)
system. OMB, however, has notu addressed deinstitutionali-
zation. ndr has it taken action to implement the Presiédsnt's
1971 directives to launch & national, coordinated efficrt
to deinstitutionalize the mentally disabled.

Officials in OMB's management division told us that OMB
has not addressed deinstitutionalization of the mentaily
disabled because it has not been raised as an issue reguiring
OMB's involvement. Fuithermore, OMB informed us that since
HEW was the principal agency concerned with the mentally
disabled, it was up to HEW to take the lead role, develop a
plan, identify the prcblems and the oppcrtunities for other
agency involvement, and come to OMB for support through the
Federal regicnal council system, thz MBO system, or othsr
systens.

Management by Objectives svstem

MBO is a managerial approach for getting things done.
It is a systematic method for controlling the implementztion
of policy, program, and budget decisions. MBO erntails

--setting clear and precise objectives;

--defining specific steps, or actions, to accomplish
the objectives;

--gstablishing roles, responsibiiities, and accounza-
bility;

--setting time frames and budgets; and

--evaluating and controlling progress.

MBO was foxmally initiated on an interdepartmental basis
within the Federal CGovernment in April 1973, when the Presi-
dent directed 21 agencies to adopt this management approeach.
MBO provides a vehicle for (1) focusinc attention on the
administration's primary cbjectives, (2) measuring agency
progress toward meeting those objectives, and (3) coordirnating
efforts. The Presidentiz) HMBO system is administered by OMB.
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There wers 144 presidential obiectives as proposad by
various agencies in fiscal year 1974 and 172 in fiscal vear
1375. The objectives selected by tha President were drawn
by the acsncies from such sources as Presidential statements,
legislation, and longstanding agency policies. Deinstitu-
ticnalization of the mentally disabled was not a Presidential
objective in the MBO system during fiscal years 1974 and
1975. EEZW did not propose deinstitutionalization as an
obhjective.

0¥B officials told us that deinstituticnalization has
not been z Presidential objective in the MBO system. These
officials alsc said that OMB has not issued instructicns or
guidance to the agencies on deinstitutionalization, has not
developed a plan to implement the deinstitutionalization
objective, has not assigned agency roles and responsibilities,
and has not monitored precgress toward achieving the dein-
stitutionalization goals. 0¥MB officials acknowledged that
deinstitutionalization is a complex problem and that some
central lezadership is needed at the Federal level because
there are so many Federal agencies involved.

FEDERAL REGIONAL COUNCILS

The Federal regional councils were established in 1972
in the 18 standard Federzl regions to develop closer werking
relatioaships bestween FPederal grantmaking agencies and State
and locel governnments and to improve coordination of the
Federal grant system. Regional councils were to

-—expiain and facilitate the implementation of
naticnal policies,

--coordinate Federal efforts at the regional level.

-~develop short- and long-term interagency and intei-
governmental strategies to better respond to the
needs of States and local communities, and

--~evaluate programs in which two or more member
agencies participate.

The Under Secretaries Group for Regional Operatioms,
under the direction of the Deputy Director, C¥B, is respon-
sible for the Federal regicnal council system.; which in-
cludes establishing policy on council matters and providing
guicance to councils. The Group includes the Under Secre-
taries of the Departments of Labor, BEW, HUD, Transportation,
and Agriculture.
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None of the Federal regional councils in the five
regions included in our review had addressed deinstitution-
alization of the mentally disabled. In general, council
representatives told us that they had not addressed it
because ..} they had not received headguarters instructions
or guidance to do so from HEW, OMB, cr the Under Secretaries
Group, {2} deinstitutionalization has not been raised as an
issue in need of council attention, or (3) deinstitutional-
ization was believed to be predominately an HEW concern.

Subsequent to our <ontacts, however, council representa-
tives acknowledged that deinstitutionalization was an issue
in need of interagency acttention. The Director of HEW region
V~-2a menber of the Chicago regional ccuncil--stated that de-
institutionalization activities were so disorganized and
scattered throughout HEW that it was difficult enocugh Lo deal
with the problem in his own agency, without trying to organize
ané coordinate other Federal agencies activities in this area.
In recognizing the importance >f getting other Federal agen-
cies to address deinstitutionalization, however, he stated:

"The Housing and Community Develcpment Act of 1974
is possibly one place to focus on the needs of the
handicapped, especially the mentally handicapped,
and their inclusion in state and local housing
plans."”

A EUD official in Region III suggested that to increase
the responsiveness of HUD programs to the handicapped, HUD
should enlist the aid of other Federal agencies through
Federal regicnal council activities.

An official in OMB's management division told us that
deinstitutionalization had not been considered as an issue
to be addéressed by Federal regional councils because none of
the Under Secretaries had raised it as a matter for council
consideration.

PRESIDENT®'s COMMITTEE ON MENTAL RETARDATION

PCMR was established by Executive Order 11280 in 1966
to (1) advise and assist the President in evaluating the
national effort to combat mental retardation, coordinate
Federal activities in the field, provide liaison between
Federal activities and those of other public and private
agencies, develop public information to reduce the incidence
of mental retardation and ameliorate its effects, and (2)
stimulate professional retardation activities., PCMR has 27
members, including the Secretary of HEW as Chairman, the
Secretaries of HUD and Labor, the Attorney General, the
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Directors of ACTION and the Office of Economic Opportunity
(now Community Services Administration), and 21 other members
apvpointed by the President. PCHR was preceded by the Presi-
dent's Panel on Mental Retardation and by the 0Office of the
Special Assistant to the President for Mental Retardation.

Much of the work of PCMR is carried ocut by a full-time
staff, which as of COctober 1975 consisted of eight support
staff, nine professionals. and an executive director, who
reports to the Assistant Secretary for Human Development, HEW.

In 1971, the President directed all executive depart-
ments and agencies, as the first step in the launching of a
coordinated national effort, to put their full support behind
PCMR efforts to help the mentally retarded return from in-
stitutions to the community and to evaluate their programs
toward that end.

PCMR's responsibilities were increased by Executive
Order 11776 in March 1974 to include identification ¢f ths
potential of varicus Federal programs to achieve the Pres:i-
dential goals in mental retardation, including deinstitution-
alization. This Executive order also required each Federal
agency to designate a mental retardation liziscon with PCHR.

roMR accomplishrments

PCMR has done a great deal since it was established to
prromote public awareness of the needs of the mentally re-
tarded, to identify problems in need of attention to help
combat retardation, and tn identify actions which could be
taken to help solve or alleviate many of the problems con-
fronting the retarded. PCHMR'S accomplishments include

--the issuance of several publications relating to
community placenment, legal rights, and emplovment
of the retarded:;

--the sponscrship of several symposiums, workshops,
and meetings on the problens of mental retardation:
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--the identification of 91 programs in 22 Federal de-

partments and agencies that impact on th? mentally
retarded.

--the identification of actions that could be taken bf
various Federal agencies to help accomplish the de-
institutionalization goal; and

~-the initiation of action to prevent two HEW agencies
from taking a prozosed action that would have had a
substantial adverse impact on deinstitutionalization.

The PCHR staff was also instrumental in getting the
Secretary to adopt deinstitutionalizaticn of the retardsd as
a Secretarial objective in HEW's MBO system for fiscal vear
1976. It was directing efforts within HEW to develop a
deinstitutionalization strategy for the retarded by the end
of fiscal year 1976 to achieve the Hovember 1971 goal es-
tablished by President Nixon.

Inability to mobilize and
coordinate agencles® efforts

Despite PCHMR's accomplishments, it has not been able to
get Federal agencies cutside of HEW to take any concerted
action to assist in deinstitutionalization and was not even
able to get HEW to take any coordinated and substantive
action until 1975. This <ituation existed evren though the
Secretary of HEW is the "t zirman of 2CHMR and Lhe 3Jecretaries
of Labor and HUD and the Director of ACTION are members.

PCMR's effectiveness in mobilizing and directing a
coordinated national effort among Federal agencies to ac-
complish the deinstitutionalization goal stems from a numder
of factors. These include:

--Th: lack of leadership from the Secretary of HEW,
as Chairman of . 'MR.

=-The lack of involvement by OB,

--The failure of other agencies to take an active
role.

~~The lack of clearly defined mandate by the hezds of

other Federal agencies to their program administra-
tors to provide full support to PCHMR.
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-~The lack of an unequivocal congressional mandate and
a national strategy for Qdeinstitutionalization set-
ting forth specific steps that Federal agencies are
to take, and a management system for implementing a
deinstitutionalization strategy.

PCMR's inability to mobilize and coordinate other
agencies' efforts was exemplified by the lack of results
from a number of meetings sponsored by PCMR staff to bring
Federal agencies together.. Present at these meetings were
rapresentatives frem constitutent HEW agencies and other
Federal agencies. The PCMR staff also met with representa-
tives of varicus agencies to discuss specific matters re-
lating to their programs, such as Labor's effort to update
a U.S. Employment Service handbook on employing the mentally
retarded. T“ese meetings served as means for exchanging
iriermation and frequently resulted in the issuance of

ablications. However, they did not generally result in
spacific, substantive efforts by the agencies. Agency
personnel who Jid not attend were apparently not made aware
of the meetings. Several HEW personnel who attended meet-
ings sponsored by PCMR staff told us that they did not for-
mally communicate the results of the meetings within their
cgencies and did not take any action as a result of the meet-
iags. They said that they did not know what was expected
of them.

ACTION

Some ACTION programs serve the mentally retarded. 1In
fact, 63 percent of the Foster Grandparent program projects
serve mentally retarded children. However, most of these
are in institutional settings. ACTION's PCMR representative
told us that he understood PCMR's policy concerning dein-
stitutionalization, but had not taken action to implement
the objective because there was no mandate officially
directing that steps be taken. The Director of Program
Pelicy and Analysis for .,the 0Older Americans Volunteer Pro-
grams at ACTION told us that no one had contacted him con-
cerning aa erchasis on deinstitutionalization in ACTION pro-
grams. He said that with a mandate ACTION programs could pro-
vide qreater assistance in the deinstitutionalization effort
by providing more help to the mentally disabled in communities
after they left the institutions. He later informed us that
ACRION revised its pregram instructions for its Senior Com-
panion Prograw to emphasize deinstitutionalization of adults.
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DEPARTMENT OF HOUSING AND URBAN DEVELOPMENT :.‘
With the excepiion of one of its area offices, BUD L
offices we contacted had taken no substantive, sustained =
action to assist in the deinstitutionalization effort. Almeost L
' all of the HUD regional and area office officials cr special- T
o ists for the elderly and handicapped we contacted were no:z -
: aware of the Presideatial statements on mental retardation o=
or the directives to HUD to assist in developing community- -
based hcusina for the retarded. HUD headquartevs officials 7
stated that HUD had the capability to effectively responu <
to deinstituticnalization and could do so if HUO had what it 22
considered to be a valid mandate. (See p. 154.) =
DEPARTMENT OF LABOR =
Most of the labor officials we contacted had not taken e
any action directed at deinstitutionalization. Most stated -
that they had not been contacted concerning deinstitutional- -
ization. Several told us that they believed their programs -
could be used to help implement deinstitutionalization if —
they had a specific mandate to do so. One Labor representa- =
tive, tor example, told us that he had attended one of the -z
interagency reetings sponsored by the PCMR staff, but took -
no action as a result of the meeting because he did know e
what he was supposed to Jo. He stated that Labor's progran -
could be used more effectively to assist in the deinstitu- =7
| tionalization effort, but that a mandate from the Secretary =
: of Labor or CMB would be needed before Labor could wmobilize -
| and direct its resources toward this goal., (See p. 165.) T
i =
; DEPARTMENT OF HEALTH, EDUCATICN, AND WELFARE '::’
HEW had not developed a comprehensive, consistent, or =
systematic approach to deinstitutionalizaticn and with a -
few exceptions had not made a concerted effort tec implement -
the national geal. Department-wide plans, goals, or -
objectives to accomplish deinstitutionalization had not been g
formulated or established. Guidance or instructions to HEW E%
P constituent agencies identifying specific steps to be taken =
had not been issued and no one organization in HEW had been ;i
given overall responsibility and authority for overseeing the L.
implementation of the deinstitutionalization goai. fg
e
DDO and NIMH have undertaken the most substantive o
activities directed at deinstitutionalization. For the o
most part, other HEW agencies have not directed efforts §§
toward deinstituticnalization of the mentally disabled, and =~
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those efforts that were made consisted of sponsoring re-
search or demonstration projects. Q£fficials in the five HEW
regional offices included in our review had not taken cona-
certed action to implement deinstituticnalization. Head-
guarters and regional officials attributed theirxr lack of ef-
fort to {1) the absence of a specific nmandate; (2} the lack
of guidance, instruction, or support from top management or
HEW headguarters for the regional coffices, (3) a lack of
staff, and (4) other priorities.

Other factors contributed to the lack of a systematic,
concerted effort. One was the fraomented and piecemeal es-
tablishkment of programs impaccing on gdeinstitutionalization.
Also, txe two agencies primarily cencerned with the mentally
disabled, NIME and DDO, (1) provided only a small portion of
the funds needed and used for deinsti&utiondlizat*en, (2}
exerted only limited influence and no authority over other
agencies, and (3) ¢id not have the authority or responsibility
for monitoring, evaluating, and enforcing standards and re-
quirements under other programs which serve the mentally
disabled.

Many attempts have been made by the staffs in several
HEW constituent agencies and HEW regional offices to get top
management to devote attention and effort to deinstitutional-
ization. These attempts were made both through the opera-
tivnal planning system and by other reans, such as the es-
tablishment of task forces or committees. Although the
Secretary recognized the importance of the issue, this re-
cognition was not accompanied by sustained interest or
followup. Aalthough interagency attempts to help the retard-
ed have been made, activities relating to deinstitutionaliza-
tion c¢f the mentally ill were, for the most part, limited to
NIMH.

Intradepartmental coordination efforts

Since 1955 HEW has established offices, task forces,
and committees to coordinate its programs which impact on the
mentally disabled. Most of these effcorts have related to the
mentally retarded. The efforts have included:

--The estabklishment of the Departmental Committee on
Hental Retardation in KEW in 1%33. It was renamed
the Secretary's Committee on ¥ental Retardation in
1963 and replaced by a steering committee and the
Kental Retardation Interagency Committee in 1972,
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--The establishment of the Office of Mental Retardation
Coordination in 1972. The name was changed to Office
for the Handicapped in February 1974 and is currently
called the Off.ce for Handicapped Individuals.

--The establishment of the Task Force on Mental Retarda-
tion Instltutlons in 1973. The Iask Force was combined
with the 'Mental Retardation Interagency Committee in
August 1978 to form the Interagency Committee on Mental

Retardation.

--The establishment of the Disability Task Force in Octo-
her 1973. In October 1975 we were informed that the
Task Force had “faded away.”

Although the responsibilities of these groups varied, they
all appear to have had the common objectives of improving the
coordination of existing programs and recommending actions HEW
should take to improve the welfare of the mentally disabled.
They served as a means for exchanging information but none
appeared to have been effective in stimulating action specifi-
cally related to deinstitutionalization.

For example, the Task Force on HMental Retardation Institu-
tions consisted of representatives from each HEW agency that
administered a program related to mental retardation. The
Director, DDQ, was designated as the chairman. Its functions
were to provide information, comsultation, and technical assist-
ance in deinstitutionalization efforts, and to reccmmend ways
that departmental programs might be most effectively used to
reduce the institutionalized mentally retarded population.

In Cctober 1973, the findings of the task force were sub-
mitted teo the Assistant Secretary for Human Develcpment. The
task force identified HEW preograms which have actual or poten-
tial impact on deinstitutionalization and identified legisla~
tive changes that would remove some obstacles.

The task force did not identify specific improvements that
could have been nade in existing programs, such as more monitor-
ing and evaluvation of existing requirements, to help implement
deinstitutionalization. The task force did not engage in any
substantive activities after it completed its report, and. ac-
cording to the Deputy Assistant Secretary for Human Development,
none of the task force recommendations but one were acted upon
because they were not believed to be specific enough.
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REW plaanning process

In 1969 HEW implemented MBO through its operational
planning system, which is pairt ©of the Department’s overall
planning system. HEW's plaaning system includes the follow-
ing components:

--Issue analyvsis and policy development. .

--Forward pians, which set the direction in which the
Department is headed over the long-term (2 to & years).

--Qperationzl objectives, which are immediate steps that
the Department rust take to accomplish long-range geoals.
According to HEW, operational objectives are statements
ef the most important results that the Secrecary, agyency
heads, and regicnal officials intend to accomplish over
a single vezr.

All HEW constituent agencies and regional offices parti-
cipate in the planning system, which each year is initiated
by the Secretary with the issuance of a planning gquidance
memorandum. This remorandum describes the initiatives the
Secretary sees as important in upcoming years and instructs
agencies on vhat they are to consider in their planning ef-
forts. 1In develcping this guidance, the Secretary draws on
an analysis of issves confronting the regional offices, as
described in papers submitted by them.

Each vear the Secretary selects those agency objectives
which he believes zre most important and monitors progress
through periodic reports and meetings with agency heads. In
additicn, agency heads and regional directors select cbjec-
tives which they believe should be monitored.

The Secretarv's planning guidance memorandums issued
from 1971 through 1973 did not identify deinstitutionaliza-
tion of the mentally disabled as an issue to be addressed.
In March 1974, the Secretary®s planning guidance memorandum
called for an issue analysis of deinstitutionalization and
asked the gquestions: (1)} How can the Department best carry
out a deinstitutionalization strategy? (2) What are the
constraints and how can tnese be overcome? and (3) How can
instituticonalization be aveoided?

A deinstitutionalization strateqgy was not developed,
according to an REW official in the office of the Assistant
Secretary for Planning and Ewaluation, because (1) no one
had been assigned overall responsibility for developing the
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strategy, (2) the issue was so complex, (3} other work had
prior!ty. and (4} no one had followed up on che develcpment
of the strategy. He stated that both HEW and the States
pushed for deinstitutionalization before fully censidering
(1) where the people would be released to, (2) who would
provide services, and (3) who would pay for the services.
To answer these guestions, IIEW developed rescarch and de-
menstration projects to analyze the implications of de-
institutionalization and develop a strategy.

The Secretary's March 1975 planning guidance r .:morandum
directed that an assessment be made of current deinstitution-
alization efforts and that a strategy be developed to (1}
prevent inappropriate institutionalization, {2) get people
out of institutions when appropriate, and keep them out,

(3) increase "normalization® for those remaining in institu-
tions, and (4) increase community alternatives to institu-
tionalization. During our review, a deinstitutionalizaticn
strategy objective was developed for fiscal year 1976 and ‘s
being monitored by the Secretary tarough PCMR. .

Deinstitutionalization of the mentally disabled has gen-
erally nrot been an cperational priority among HEW agencies.
buring fiscal year 1972, the Social and Rehabilitation Service
had an operational objective directed at the mentally re-
tarded which included reducing admissions te institutions by
serving persons on waiting lists, and reducing institut:ional
populations by providing a varicty of community residential
and supportive services. The objective called for the then
Division of Developmental Disabilities to act as the lead
agency and for such other agencies as the Rehabilitation
Services Administration, the Community Services Administra-
tion 1/ and the Medical Services aAdministration (MSA) to pro-
vide support. The objective was not carried out, however,
because the other agencies did not participate.

Deinstitutionalization had '‘not been an cperational ob-
jective at SRS since fiscal year 1972, but according to SRS
officials, it was a research priority. The officials stated
that SRS wanted to get more information on the implications
of deinstitutionalization, such as cost~effective treatmaent
modes, before becoming more involved in implementing it.

L/

HEW's Community Services Administration was renamed Public
Services Administration (PSA) in February 1976.
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Efforts of HEW constituent agencies
and regional offices

Many HEW agencies and offices have responsibility for
programs which have an impact on deinstitutionalization.
The following sections explain the efforts, or lack of
efforts, they have made tc develop a deinstitutionalization
strategy, coordinate their efforts, provide guidance to the
regicnal offices, and otherwise assist in accomplishing the
deinstitutionalization goal.

We contacted headguarters and regional officials of the
following HEW agencies and offices concerning their role
in deinstitutionalization, emphasis thev had given to it,
or assistance they had given tc the States,

Office of the Secretary
Special Assistant for Long Term Care
Assistant Secretary for Planning and Evaluation
Assistant Secretary for Administration and Management

Office of Assistant Secretary for Health
Cffice of Long Term Care
National Institute of Mental Health
Health Resources Administration
Health Services Administration

Office of Assistant Secretary for Human Development
Office for Handicapped Individuals
Administration on Aging
Office of Child Development
Office of Manpower
Rehabilitation Services Administration
Developmental Disabilities Office

Social and Rehabilitation Service
Public Services Administration
Medical Services Administration

Social Security Administration
Bureau of Health Insurance
Bureau of Supplemental Security Income

Office of Education
Bureau of Education for the Handicapped
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With scme exceptions, these agencies had not taken con-
certed action to achieve deinstitutionalization of the men-.
tally disabled. Regional offices cited the lack of a mandate
from HEW headquarters, other priorities, and a lack of staff,
as reasons for their inacticn. For example, in January 1875
the Director of HEW Region VII told us:

“"I know of no formal written DI plan which
is being executed in Region VII with States
by HEW agencies, principally because Region-
al Agencies see a need to be responsive
to their headquarters' programmatic guid-
ance, which to date has not inciuded DI
as a top prioritv for planning and implemen-
tation. Agency headquarters agencies tend
to require all or almost all regional man-
power commitment and accountability tied
to written MBO-type plans e.g., PHS aims
at 100% accountability, which permits little
flexibility for regional managers to respond
to unigue regional needs.”

The efforts of HEW headguarters and regicnal agencies
and offices discussed in the following sections were typical
of the conditions throughout HEW. NIMH and DDO are included
because of their primary responsibility.

Office of Assistant Secretary for Health

The Assistant Secretary for Health is responsible for
several agencies with programs that could or did impact on
deinstitutionalization, including NIMH, the Office of Long
Term Care, and the Health Rescurces and Health Services
Administrations. Except for NIMH, the officials we contacted
in these agencies told us that they had not taken any spe-
cific action to achieve deinstitutionalization.

We were informed by cfficials in the office of the
Assistant Secretary for Health that the Assistant Secretary
had not:

--Formulated an overall policy or strategy for assis-

ting in Qeinstitutionalization of the mentally dis-
abled. '

--Designated deinstitutionalization as a priority.
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--Issued any instructions or guidance to component
agencies on roles and responsibilities for deinstitu-
tionalization. For example, no instructions or
guidelines had been issued to comprehensive health
planning agencies (now health systems agencies) con-
cerning the role they cculd play in deinstitution-
alization.

The Bureau of Health Planning and Resources Development
in HEW's Health Resources Administration, however, believes
that health systems agencies and Stite health planning and
development agencies created by the National Health Planning
and Resources Desvelopment Act of 1974 (42 U.S.C. 300k} could
affect mental health serxvices and expedite deinstitutional-
ization efforts. For example, State planning and develop-
ment agencies could encourage the development of community
alternatives to institutionalization through selective denial
or granting of certificates of need, and health systems
agencies could award grants for experimental or new community
Programs.

Office of Long Term Care

OLTC is HEW's focal point for long-term care and nursing
home affairs. It is responsible for developing policies on
long-term care activities throughout HEW, for stimulating
needed long-term care activities, and for coordinating HEW's
efforts in enforcing Federal standards for long-term care.
OLTC has become irvolved in a number of efforts to improve
the quality of care provided to persons in SNFs and ICFs and
to expand home health care benefits under Medicare and Medi-
caid to provide alternatives to institutional care in general.

Among the problems associated with deinstitutionalization
that OLTC can impact on are discharge planning at State in-
stitutions for the retarded participating in Medicaid and
the placement of mentally disabled persons in skilled nursing
and intermediate care facilities that are not capable of
meeting their patients' or residents® needs. OLTC, however,
had not instructed or requested@ the EEW regional Offices of
Long-Term Care Standards Enforcement to emphasize these areas
in their validation reviews of State survey and certification
programs. However, since HEW approved deinstitutionalize' ion
as a Secretarial objective at the beginning of fiscal ve:r
1976, OLTC has been involved in a number of activities a’uwes
at this goal.
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Some of the OLTC activities relating te deinstitutional-
ization were:

--Participation in efforts to develop community services
and resources at State and local lewvals that will
permit retarded persons to either remain in or return
to the community. '

~-Working with SRS and others %o identify wavs to con-
tinue Medicaid health care support for deirstitution-
alized persons placed in settings not classified as
health institutions.

-=-Participating with several otler ETW agencies to help
States develop a technical assistancs plan to encour-
age compliance with Medicaid regulations for institu-
tions for the retarded. Some States, however, were
having difficulties implementing the plan because of
the lack of funds.

--Assessing the status of compliance of institutions for
the retarded with Medicaid regqulaticans and working
with the States to insure that each facility had a
plan to ccrrect deficiencies.

OLTC officials stated that the presencs of so many men-—
tally disabled perccns in SNFs and ICFs changes the character
of the facilities and the types of services they must provide
to meet the needs of the residents. They believe, however,
that it would be very difficult for a surveyor to identify
mentally disabled persons in SKFs and ICFs because the ad-
mitting diagnosis usually describes the person’s phwvsical
rather than mental condition. To help overcome this problen,
it is overseeing the development of a Patiext Appraisal and N
Care Evaluation form to identify the needs ¢f patients and
to assist in planning care and evaluating services provided.
As of August 1976, the form was being field tested.

OLTC has been given the lead role in EIW for coordinating
and developing Federal policy on the use of home kealth care o
services under Medicare and Medicaid as an alternztive to
institutional care. Progress has been slow, however, and not
much attention had been given to the needs ¢f the mentally
disabled in home health care policy development. The Direc-
tor, OLTC, attributed slow pregress to differences of opinion
among the Assistant Secretary for Health, the Social Security
Administration (SSA), and SRS on what the Faderal Governmant
should, would, and could pay for under home health care pro-
grams. As a result of these differences, the Secretary
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announced a series of public hearings in September and
October 1976 to obtain citizen input to develop a uniform
and consistent home health care policy. according to OLTC,
the home health needs of the mentally disabled will be
considered.

OLTC officials told us that they were aware of many of
the problems associated with deinstitutionalization of the
mentally disapled and have devoted efforts toward working
with other HEW agencies with the geoal of resolving some of
the problems. They said, however, that a more vigerous and
cooperative effort by HEW agencies is needed.

MIMH

NIMH is responsible for providing leadership at the
national level in matters dealing with the care and treatment
of the mentally ill. It administers a number of programs
and activities relating to deinstitutionalization, the
largest and most direct of which is the CMHC program.

NIME officials told us that:

--There is a need for NIMH ard interagerncy leadership,
guidance, and strategy.

~~-There has been an ®abbrogation of professicnal leadexr-
ship" at the Federal level in regard to deinstitution-
alization.

--Deinstitutionalization has proceeded without establish-
ing a {ramework of what constitutes acceptable com-
munity care. Although research and demonstrations
have been carried out and models of community care
concepts exist, the projects have not been pulled to-
gether.

According to NIMH, one of the biggest problems that must
be overcome to successfully implement deinstitutionalization
is the need for social support services for mentally disabled
persons in communities, such as suitable living arrangements,
income support, vocational training, employment, protective
supervision, and other services. In a mental hospital, com-
pPrehensive services are easier to provide than in the -com-
munity and can frequently be funded through third-party re-
1mbursement. When a person is placed in the community,
supportive services are more difficult to fund, obtain, and

coordinate, and the quality of care provided is harder to
monitor.
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BIMH has had three task forces or special comm%ttees
since 1970 which have focused cn the problems associated
with establishing community ziternatives to mental hospitals.

These include the Task Force on Community Care which
reported in April 1970 its findings on the need for alternate
living arragements for the mentally ill. The task force re-
ported that:

~--Despite funding of 352 CMHCs, of which 200 were in
operation, many persoxs entered, remained in, and
reentered mental hospitals because there were no suit-
able alternate living arrangements available.

--Private financing that would guarantee rent or down-
payments with mortgage payments for community facil-
ities is difficult toc obtain.

-=There has been no major responsibility assigned to
develop a well-organized support program for residen-
tial care on a nationzl basis.

-=-NIMH reviews of mental hospital programs in a number
of major States found that no provision had bzen made
to assist personnel in foster homes and nursing homes
to provide meaningful and therapeutic activity pro-
grams for residents.

The task force made recormendations that address these
preblems but, according to an NIMH official, the recommenda-
tions have not been implemented. Earlier, however, NIMH
placed a higher priority for awarding project grants under
the Bospital Improvement Program 1/ for assisting State mental
hospitals to develop more cocordinated programs with communi=
ties. These proiects resulted in moving a large number of
hospital patients to communities. Other projects involved
the establishment of precare or aftercare programs to prevent
unnecessary admissions or readmissions by providing medication,
therapy, casework services, crisis intervention, or other
services in the community.

E!An NIMH project grant program established in 1963 to improve
services in mental hospitzls and to develop mc+e rooperative
relationships between hospitals and communi“’ procrams.
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In February 1971, the Task Force on Residential Care re-
ported on (1) problems involved in placing mentally disabled
persons in nursing homes and other residential facilities,
{2) the lack of coordination at several different levels, and
{3) service to some released mental patients by CMHCs but the
lack of focus on this group.

The task force recommended a number of steps that woald
highlight residential care as a priority and expand coordin-
ated efforts on its behalf, but recommended that no new legis-
lative proposals be developed pending a more thorough assess-
ment of the problems.

In January 1974, an NIMH community support work group was
established@ to identify problems in providing community sup-
port to mentally ill persons and to develop ways to solve
the problems. The work group has been charged with the re-
sponsibili+y for developing a strategy to increase the avail-
ability of adequate and accessible community mental health,
social, and rehabilitation services.

Although the work group did not have operating funds of
its own, it used contract funds from other programs &and
initiated efforts in ciscal year 1975 to develop a deinstitu-
tionalization strategy, to establish relationships with other
Federal agencies and organizations that have related concerns
and responsibilities, and to identify barriers to deinstitu-
tionalization. These efforts were continuing.

Although NIMH has primary responsibility within HEW for
the mentally ill, it does not have the ressurces to meet many
of their needs; therefore, NIMH must rely on the cooperation
of agencies with the resources. NIMH has had problems getting
that cooperation, NIMH was asked to provide input to regula-
tions being formulated to implement the new social services
program under Title XX of the Social Security Act. An NIHH
official made the following statement regarding this request:

"When we were reviewing and commenting on
issue papers we found out that there were
already draft regulations. When we were
reviewing and commenting on draft regqula-
tions, we found out that regulations had
already been published in the Federal
Register."
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DDO

Deinstitutionalization is a major goal of DDO. DDO de-
veloped a strategy for accomplishing this goal which entailed:

-~developing and tsing standards for residential and
cormunity prograus for the retarded;

~-developing a handbook for use bv the States which de-
scribes methods for helping to meet the needs of the
retarded who are inappropriately placed or who zre at
risk of being inappropriately placed in institvtions;

--providing r¥unds to the Ltates for development of in-

stitutional reform and deirstitutionalization action
plans;

--promoting deinstituticnalization efforts by funding
demonstration projects; and

--working with other Federal agencies to help implement
deinstitutionalization.

DDO awarded grants to the Joint Commission on Accredit-
ation of Hospitals (7TCiH} to develop standards for residen-
tial and community programs for the retarded. Standards for
residential facilities were published in 1971 and standards
for community agencies were published in 1973. 1In 1273, DDO
awarded additional funcds to JCAH for z multi-year prcject to
make accreditation surveys using its standards. As of Jan-
uary 197¢, JCAH had conducted surveys at 104 residential
facilities and 33 ¢~ aity agencies.

In 1973, DDO awarded avout $1 million to the States to
prepare institnrtional reform and deinstitutionalization plans
to enhance their ability to meet the needs of those develop-
mentally disabled perscns in inappropriate institutional
settings or those who risk being inappropriately institution-
alized. These plans "ere to be completed during 1975.

Also in 1973, DDO awarded grants to 14 crganizations to
initiate pilot projects for demonstrating methods of reducing
institutional populations. The information derived frcm these
projects was to be incorporated-into a handbook. DDO alsc
initiated a technical assistance program in which a grantee
provides needed assistance to State Developmental Disabilities
Councils to help them carry out their responsibilities.
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DDO directed its formula arant and prnioect grant funds
to deinstitutionalization. DDO issuad guidelines to the
States in 1974 for revising their State Developrental
Disabilities plans. The guidelines itdicated that the State
programs should be consistent with t.o Faoderal goals and
objectives to roduce the instituticnalized ~entally retavded
vopulation by one-third. In addition, REW's xealonal effices
weve instructed to give first priority to prolects rolating
to deinstitutionalizaticon when considoring avplications {or
funding under the project grant prograns adwinistered by
DDO regional reopresentatives. These projecss include those
that (1) reduce inappropriate admissions, (2) roduce insti-
tutional populations, (3) reduce readmissicnz, and (1) bridge
the transition from institutiosnal to commanity life.

DDO has joined with other Federal auoncies, such as {1)
MSA to develop its regulaticas for the ICF pregram; (2) the
Bureau of Education for the Handicapped te fund a project
involving the National Center for lLaw and the Handicarped
which was to perform legal research on and halp secure the
rights of the handicapved, as well as peport to HEW on legal
actions relating to deinstitutiocnalizationy and (3} particiw-
pating in a number of task forces and committces.

Despite repcated attempts, however, DDO has not been able
to get other acencies to take substantive, sustained action
toward the deinstitutionalization goali. DI was not able
to get PSA, MSA, or RSA to undertake specific action toward
deinstitutionalization;:; the work of the Task Force on Mental
Retardation Institutions did not reozult in substantive actioan;
and a. HEW-HUD tasx force was disbhandad bofore its rocommen~
dations could ke formally presented. IDO's attempts to
stimulate joint efforts amona HEW agoncies and the reluctance
of SRS to cooperate are illustrated Dy DDO's cfforts to
achieve coordinrated action through the operational planning
system.

DDO proposed an SRS deinstitutionalizaticn objective for
fiscal year 1973 that provided for joint Federal and State
actions in:

-=-Planning and formulating an 8RS interacency deinstitu-
tionalization plan and Federal interagency coordination. ‘

--Assisting States to develep, osplete, and initiate
implementation of statewide Jdeinstitutionalization
plans.
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--Enabling 10 States to screen persons who are in insti- e
tutions or who risk institutionalization, as well as -:&
place 2,000 prnrsons in the community and provide them, o=

with support services. 5

The proposed objective would have required cooperative efforts aind

from all SRS agencies. For example, MSA's early and periodic N

screening, diagnosis, and treatment program would have been §§
used to screen and provide services to persons on institu- -
tional waiting lists; PSA would have been expected to provide >

social services to the persons placed in the community; and . <2
RSA would have been expected to provide vocaticonal rehabili- e

tation services. This deinstitutionalization objective was i
not accepted by SRS. e

DDO proposed another SRS/Secretarial objective for dein- éﬁ
stitutionalization for fiscal year 1975. This objective was £
supported by RSA and would have provided for joint RSA and j§

DCO sponsorship of demonstration projects in 10 institutions wE
aimed at reducing each institution's population by providing ol
vocational rehabilitation and other support services. SRS, wa

however, rejected the objective because it did not believe A

it was substantive enough. TR
el

The Director of DDO attributed his agency's inability ot

to gererate substantive action by other agencies to its prior. 3;
relatively low position in HEW's organization, as well as to (A
the lack of a mandate to other agencies to work with DDO in “x
implementing the deinstitutionalization goal. =
¥

Regional offices -

e

None of the five HEW regional offices included in our P2
review had taken comprehensive, systematic, or concerted =

action directed at deinstitutionalization; some limited SR
activities focusing on deinstitutionalization, however, nave <
been undertaken. Sy

=

In fiscal year 1975, region I established deinstitu- e
tionalization as a priority objective and set up a committee et

to identify deinstitutionalization barriers in policy, regu- f%
lations, and legislation. The committee alsc contacted the .
States in the region to initiate joint efforts with themn. w7
The committee identified a number of barriers %o deinsti- RS
tutionalization, and in recommending to HEW headquarters that =
deinstitutionalization be established as a Secretarial obijec- ;i
tive in the Department's MBO system, the region stated: =
3
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=% * * 1» date, the Department has not pushed
for cloar, consistent State-local action
plans, and has not iiself davelopad a
coheoraont, forceful strategy to support
constructive State and local efforts* * *,°

Jeint effeorts hestween region I and the States did not occur
zithough lizisom was established with two 3tates in tne

gion.

The commitiee did not address actions that HEW region I
oould take within existing programs, and little emphasis,
ooordination, monltoring, or ovaluation was evident in regard
*e program impaot on deinstitutionalization in the region.

During cur yeview, SRS in region X conducted a study of
e impact ¢f Polderal programs on deinstitutionalization in
Cregon.  Although the study identiiied aspects of Federal
orograms thaz wore adversely zffecting deinstitutionalization,
region officials took no action as & result of the study
ecause they believed that there was nothing they could do
=2 resclve the problems which were identified.

In gen2ral, %3W agencies had dona little or ne monitor-
izg or enforcing of the proaram reguirements relating to
Seinstituticnaiyzaction and had not coordinated regionwide
efforts to use ewxisting programs to implement deinstitution-
azlization. For ¢ most part, regional officials and staffs
3:d not believe that they had responsibilities relating to
Geinstituticnzlization and atiributed their lack of effort
ix this area to ¢ther priorities and the lack of a specific
mandate from HENW headquarters. For example, RSA officials
t2ld us that Jeinstitutionaliszation was not & required goal
@2 objective of the vocaticnal rehabilitatieon program, and
txerxefore, they had no mandate to evaluate how well States
w2re helping the pore severely mentally disabled return to
communities. The representatives for the Cffice for Handi-
<capped Individeals in four of the five regicnal offices were
wxcertain of their authdrity or respansibility and had not
tzken any action to coordinate regional efforts for deinsti-
tutionalization. One region had not designated anyone to
represent the office.

In an April 1375 memorandym to HEW headguarters, the
Tegion V director stated:
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*We are painfully aware that much is wrong with places
ment of the mentally i1l and mantally retarded in
Michigan and in most other places throughout tha
country. W¢ are also aware of the reasons whv thers
are 80 nany problems and problem situations ia the
placement of these people.

*The montally retarded and the chronic mentally ill

n regquires suppertive care. This means 3 decent
to live, adeguate rehabilitation work programs,
2

T

sone form of community activities. Work, play, and
love are necds of all people, but it appears neone of
these are jctually available to the deinstituytion-
alized persons. The need for adeguate and acsep-
table mental health services, as well as scocial and
rehabilitative services seexs to be fragmented among
the follewing Federal agencies:

Rehabilitation Services Administration
Madical Services Administration
Community [Public] Services Administration-5K§
Health Rosources Adnministration-Long Term Care
Division
Housing and Urban Develcopment
08 - Qffice of Nursing Hema Affzirs
Secial Scocurity Administration
Adminis*ration on Aging
Dopartment of Labor
thers™

& %k R &

"In may respects, the problers in the placemsnt

of. these "hard-to-place® groups is similar to,

but more difficult than, the long term and nursing
hone preblems of the elderly - with which we are
now dealing on a Regiconal basis.

"It is my Suggestion that we begin to give this some
serious thought on a national basis, as we have
givea to the long term care prohlens of the elderly.
The Regional Directorts Office, with some support
from Washington, could assume a leadership roiz in
tackling this problem.*®

Similarly, the HEW Recion VII SRS Commissionar teld us

that:
ot T RN ST, s T T e e w— T ST
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"As you are probably aware, each fiscal year.
the Regicnal Director requests Region VII HEW
agencies to develop interagency priority
objectives. One of the objectives which SRS
developed for FY 1975 was an objective on
deinstitutionalization. This objective in-
volved primarily Rehabilitation Services,’
Developmental Disabilities, Rehabilitatiocn
Services, and Community Services in SRS,
Public Health Service, Office of Education,
and the Office of Human Development. This
objective had as its initial and central pur-
pose, the development of a common system for
monitoring and planning deinstituticnalization
programs in State agencies.

The objective was never implemented. The
participating DHEW agencies could not arrive
at a common objective and strategy which com=
plemented and enhanced whatever deinstitution-
alization activities each agency had underway.
SRS encountered sericus and genuine differ-
ences among the participating DHEW agencies on
deinstitutionalization philosophy and defini-
tions. Additionally, some - jencies considered
themselves unable to assign to the objective
the amount of staff necessary to implement it.
Essentially, for these reasons, the Regional
Director has now established a committee to
ascertain the rritical reasons which inhibited
the operationalization of a deinstitutionali-
zation objective in FY 1975 and to determine
whether a deinstitutionalization objective is
viable for FY 1976."

Both HEW Regions V and VII established deinstitutionali-
zation objectives for fiscal year 1976. Region V established
a task force on alternatives to institutional care. In
October 1975, Region VII sponsored a symposium on deansgi=-
tutionalization.
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CHAPTER 4

MORE EFFECTIVE USE O THE

DEVELOPMENTAL DIS/BILITIES PROGRAM POSSIBLE

The developmental disabilities programs in the the fiv»
States included in cur review had a positive, but limited,
impact on-deinstitutionalization. 1/ They provided funds to
develop and expand needed community resources and had some
success in stimulating, influencing, coordinating, and moni-
toring other agencies' activities. However, their successes
were not commensurate with the needs; their authority did not
match their responsibilities; their stimulating, influencing,
coordinating, menitoring, and evaluating roles needed to be
strengthened; and their efforts in these areas needed to be
intensified.

HOW THE PROGRAM
IS ADMINISTERED

The developmental disabilities program is directed at
the State level by a State council, which must include repre-
sentatives from at least the following State programs:
special education, vocaticnal rehabilitation, residential
services for the mentally retarded, social services, crippled
children's services, health services or long-term care pro-
grams, and wmedical assistance. The council must also have
adequate staff to carry out its functions, including at least
one planner.

Bach State is required to designate a responsible
agency, or agencies, for administering the program. The
program was administered by the State health departments in
Michigan and Nebraska, by the Department of Human Resources
in Cregon, by Maryland's Department of Health and Mental Hy-
gieng, and by the Executive Office for Administration and
Finance, 0ffice of the Governor, in Massachusetts.

1/

=~ Developmental disabilities are those which are attributable
to mental retardation, cerebral palsy, epilepsy, autism, con-~
diticns closely related to mental retardation, or dyslexia.
They oricinate before a person becomes 18 years old, can be
expectsd to continue indefinitely, and constitute a substan-
tial handicap to a person’s ability to function normally in
society.
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Under the progran, HEW provides formula grant funds to
the States for their use in planning, adrinistering, and
evaluating programs for the developmentally disabled and for
providing services to them. To a limited extent, the funds
can alse be usad for constructing facilities. EE® regula-
tions allow the States, with their grant funds, te provide a
variety of seorvices t2 the developmentally disabled, includ-
ing housing, training. follcwup, educaticn, day care, and
sheltered employment (a2 controlled work environment).

During fiscal year 1973, the States received about $28
million in developmental disabilities formula grant funds. 1/
According to their financial plans, the five States included
in our review intendad to use about B84 percent of their fis-
cal year 1973 formulz grant funds for services and the re-
maining 16 porcent Sor planaing and administration costs.
None of the five States reported using formula grant funds
for construction. The five States we reviewed received a
total of $2.7 million in developmental disabilities formula
grant funds as shouwn below.

State Amount
Michigan $1,10%,920
Marviand 444,380
Qregon 285,910
Nebraska 214,560
Massachusetts €92,915

$2,745,685

PROGRAY QBJECTIVES

The developrmental disabilities program was established
in 1972 to {1} identify’needs of the developmenzally disabled
and develop comprehsnsive plans to meet these needs, (2)
stimulate and coordinate other agencies to take specific ac-
tions to provide services to the retarded, and (3} £ill gaps
in services axd facilities. Deinstituticnalization is a
major gocal of the program.

1/

=~ The Federal Goverrment provides up to 75 percent of allow-
able costs under tha program.
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According to HEW regulations, States receiving formula
grants under the developmental disabilities program were re-
sponsibie for

--identifying, reviewing, and evaluating all major rro-
grams, services, and facilities in the States for the
developmentally disabled;

--coordinating and, where possible, stimulating the e~ -
veloprment of planning eiforts on behalf of the devel-
lopmentally disabled by State agencies and at the
local level throughout the State;

--developing and expanding (fiiling gaps in} community-
based facilities and services;

--assuring the effective coordination of other major -
activities and programs in the State for the develop-
mentally disabled; and

--describing the quality, extent, and scope of services
being provided or planned to be provided to the devel-
opmentally disabled under nine specifically cited fed-
erally assisted vwrograms, as well as under other \
related programs.

ACCOMPLISHMENTS AND PROBLEMS

The developmental disabilities programs in the five
States included in our ieview have identified weaknesses in
services and facilities, and developed plans and provided
funds to fill some of the gaps. However, their success in
stimulating and coerdinating other agencies' deinstitution-
alization efforts was generally limited. In addition, the .
gaps in community-~-based facilities and services far exceeded
the funds available under the program. 1/

Although State developmental disabilities programs have
been given broad responsibilities, they did not have authority
commensurate with their responsibilities. The did not have
the authority to require other State agencies to cooperate
with the councils or the developmental disabilities agencies.
As a result, attempts by developmental disabilities councils
or agencies to identifv and resolve problems were not always

LY

The developmental disabilities program replaced a mental
retardation facilities construction and staffing project
grant program.

55



RS e im v e

successful. In addition, councils or agencies often did not
evaluate or attempt to coordinate or influence other agencies'
activities that affected deinstitutionalization.

Identifying and filling
gaps

All five State developmental disabilities agencies in
our review identified gaps in community-based facilities and
services that presented obstaclies to deinstitutionalization.
They identified shortages in community-based housing, shel-
tered employment, transportation, followup, information and
referral services, and other services. They also provided
funds to helo alleviate some of the shortages.

Massachusetts and Oregon programs, for example, provided
for the operation of group homes or comrunity residences.
Nebraska identified information and referral services as a
major gap and, therefore, devoted much of its funds for such
services. The Maryland program provided funds for group
homes, sheltered employment, and activity centers. The
Michigan program provided funds to help a regional center
place mentally retarded persons in the community, and also
provided funds for the operation of sheltered workshops, ac-
tivities centers, and other projects.

As indicated on page 54, the developmental disabilities
agencies planned to use about 84 percent of their formula
grant funds for the provision of services. However, the
amount of funds needed te £fill the gaps in community facili-
ties and services far exceeded the funds available under the
program and the funds provided by other agencies. Therefore,
the weaknesses were reduced but many still remain.

One of the principal reasons for the gaps in community-
based facilities and services is that the bulk of State men-
tal retardation agency budgets are generally used to support
the care of persons in institutions. For example, about 19
percent, or $6.8 million, of HMaryland's Mental Retardation
Administration's budget for fiscal year 1975 was for commu-
nity services, while about 80 percent, or $29.2 million, was
for institutional programs. Mental retardation agencies must
rely on other agencies to provide funds to help achieve dein-
stitutionalization obiectives.

Stimulating and influencing
other agencies

State developmental disabilities councils and agencies
have had limited success in stimulating and influencing
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various State and local agencies to take specific action to-
ward deinstituticonalirzation. Xanv State and local agencies
that were responsible for providing facilities =2nd services
to gerneral populaticn groups-—-—:mong which many retarded are
incladed--had not adopted deinstatutionalization zs a program
goal or priority; noxr had they taxen substantiwve action to
assist in the deinstituticnalizaticn effort.

In Oregon, for example, State agency officials indicated
that few, if any, specific actions to emphasize the mentally
retarded have been initiated 23 2 result of the council's
efforts. The Director of Orezon®s develcpmental disabilities
program and the Executive Direster of the Oregon Association
that the program has not effec=zively influenced other agencies
to emphasize care for the mentzlly retarded. The develop—en-
tal disabilities director said th= council did not have the
funas to effectively cause other service agencies to shift
more attention to the mentallyv retarded.

The executive director cof the Oregon Association for
Retarded Citizeans said the coumcil could not effectively in-
fluence changes in State agenci2s bescause the council is an
"insystem advocate.® He said that the agency representatives
on the council were not in peiicymaking positions in their
own organizations.

In Maryland, we ccntacted State agencies responsible for
mental retardation, crippled children's services, education,
vocational rehabilitation, social and employrent services,
and comprehensive health planning to determine what actions
they had taken as a result of “h2 council's influence. Three
of the agencies either had taken no action or were not aware
of actions taken as a result of reguests by the council; one
agency had not been ccntacted concerning an identified prob-
lem for which it had responsibility; one agency thought cocr-
dination was needed at the locai level rather that at the
headquarters level; and the director of one agency thought
that the ccuncil had not met its mandate because it awarded
numerous grants of small amounts {average of $19,000 per
grant in fiscal year 1275) rat>»sr than fewer but larger
grants of a more continuing nature. The State Medicaid
agency was not represented on the council.

Although the Maryland council was slow in oeatting
started, it has estahlished ésinstitutionalization and insti-
tutional reform as its only priorxity in ficcal vear 1976 and
had initiated an effort to okt=in support from oxber State
and local agencies. For exarple, the Employment Security
Administration was added to tha occuncil in 1975,
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The Michigan Develcpmental Disahilities Councii has had
some success ia influencing other State agencies to assist in
deinstituticnalization. For example, it procpted the Depart-
nment of Socizl Services to provide funds for tiansporting el-
igible mentally retarded persons from their residences 2o
sheltered workshops or activity centers. On the other hand,
a State Departrent of Public Health cofficial said that the
council has nct been able to influence other agencies teo take
actions to the extent needed to successfully implement dein-
stitutionalization.

More concerted efforts
needed

One objective of the developmental disabilities program
is to coordinate and, where possible, stimulate efforts on
behalf of the developmentally disabled at local levels
throuchout the State. Although housing has been identified
as a critical need for deinstitutionalization, local housing
agencies we cortacted had not, with one exception, included
the needs of the developmentally disabled ir their housing
assistance plans. State developmental disabilities agencies
either had nct attempted at 2ll or had not succeeded in an
attempt to influence local housing authorities.

According to the President of the Natiornal Conference
on Developmental Disabilities, in a 1975 survey of 33 State
councils by ths Conference, 24 reported that leocal housing
authorities were not involved in providing community-based
housing for the retarded. Nine reported that negotiations
or discussions with local housing authorities were underway.

In addition, in April 1976, the Consortium Concernad
with the Developmentally Disabled, a3 coalition of 22 natiocnal
organizations, reported on the results of a survey by scme
of its member organizations at tha State and local levels
with regard tc the Housing and Community Development Act of
1974. Some successes in obtaining HUD housing assistance
payments for the developmentally disabled were reported.
However, of 132 respondents to the survey, 84 reported that
their communities either failed to include the needs of the
developmentally disabled in their housing assistance plan or
had submitted a plan which they believed inadeguately agd-
dressed the needs of this population. Alsc., 36 respondents
reported that their local housing authorities were unaware
of the applicability of the act to the developmentally dis-
abled, and the same number believed that their local housing
authorities were insensitive-to the housing needs of the de-
velopmentally disabled.
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Although cormunity-based housing had been identified
as a critical need by the Cregon State Developmental Dis-
abilities Council, the council had apparently not influenced
local housing authorities to assist in the deinstitutionali-
zation effort. For example:

--Only one of four communities we contacted that were
receiving Federal housing assistance <{unds had as-
sessed tha needs of the mentally retarded residing
in or exzected to reside in the community and had
inciuded the housing needs of the mentally retarded
in its housing assistance plan regquired by HUD.

--The housing programs manager in Portland, Oregon's
largest city, said that his agency had not included
the needs of the retarded in its housing assistance
plan beczuse no one had contacted the planning staff
to sugcest that deinstitutionalization be considered
and the staff had not thought themselves to con51der
the needs for community-based housing.

--The Salem Bousing Authority, on its own initiative,
was plazning to develop housing units for the retarded
becazse it was aware of a number of retarded people
being released in the community. The State's largest
institution for the retarded is in Salem. Cecntact had
not been made by the Mental Health Livision or the De-
velopmental Disabilities Council. The director of the
Housing Zuthority was not aware of the Developmental
Disabilities Council. The director said that after
the decision was made to develop special housing units
for the r=tarded, they found themselves embroiled in
a "hottomriess pit of regulations and requirements® and
were having considerable difficulties starting the
pregram.

¥We also contacted other State agencies that administer
programs affecting deinstitutionalization that had not been
considered by the councils. For example, an employment
agency representative in Oregon told us that her agency could
do more to assist in deinstitutionalization if its role were
more clearly defined and if better communication existed be-
tween explovment offices and State institutions. Similarly,
an empicyrent acency representative from Nebraska stated
that nore couléd be done to help find employment for the men-
tally disabled if there were more cooperative efforts among
agencies.
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Coordination

Coordination among State agencies, particularly those
involved in mental health, retardation, public welfare, and
social services, was a major problem in all of the five
States we reviewed. Roles and responsibilities for the dein-
stitutionalization of the mentally retairded were generally
not clearly defined, accepted, or understcood. State Develop-~
mental Disabilities Council members or staff in each of the
five States, however, told us that they did not have the au-
thority to require other agencies to coordirate or cooperate.

The Massachusetts developmental disabilities agency
planned, initiated, and managed a multiagency effort to up-
grade the State's institutions for the retarded so that they
could participate in the Medicaid program. The agency has
also initiated efforts to develop a client information and
evaluation system invelving several agencies which would
better enable followup, identification of need, and the
matching of need with program eligibility.

On the other hand, the Director of the Mascachusetts
developmental disabilities agency informed the Governocr in
1975 that coordination was a significant problem in the
State's deinstitutionalization efforts. She told us that
althouch her agency had identified this problem, neither it
nor the council had the authority to require agencies to
cooperate or improve their programs.

The need for greater coordination was illustrated by
the lack of communication among the Departments of Mental
Health, Public Health, and Public Welfare. The Departnment
of Mental Health was placing persons into nursing homes that
the Department of Public Health had found to be substandard,
and neither the Department of Mental Health nor the Depart-
ment of Public Welfare had taken prompt action to see that
no more mentally disabled persons were placed in such facili-
ties until deficiencies were corrected. One Department of
Mental Health official told us that he occasionally learned
of an action taken against a nursing home by reading about
it in the newspaper.

Coordination at the State and local levels was also a
major problem in Michigan. In Wayne County, for example,
there was no coordination among several organizations in-
volved in the community placement process. Responsibilities
among agencies were not clearly delineated. MNo State agency
had been assigned overall responsibility for sponsoring work
activity services for those mentally disabled persons over
25 years of age in the community. A State Department of
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Public Zealth official told us that problems were ercounterel
because iaws, ruies, and regulations did not spell ouat each
State acgencies' responsibilities for retarded persons and

the Developmental Disabilities Council could not require
agencies to cocoperate,

In Maryland, programe relating to the mentally retarded
were divided among many agencies. Responsibilities for serv-
ing the retarded in the community had not been clearly de-
£ined. The majority of local health departments, CHMHCs, and
clinics had ne cffice, position, or focal point for coordi-
nating, planning services for, or serving the mentally re-
tarded. Particular problems existed with respect tc filling
¢he mental healih needs of the retarwed and the operation of
two separate sccial service systems.

The Oregon Council recognized the need for service coor-
dination at the local level ard used a substantial portion of
its fisczl year 1974 Federal formula g.ant (5$109,000 of
$280,03%} to establish and support service coordinators in
local areas in the State. In fiscal year 1975, service
coordinators served 23 or Oregen's 36 counties. As discussed
on p. 9%, these service coordinator positions have helped, bzt
have not been able to provide followup for many retarded
persons released to their counties.

Monitoring and evaluation

EE¥ regulations require State developmental disabiiities
councils or agencies to describe the quality, extent, and
scope of services provided to the developmentally disabled
under several specified programs and other related programs.
Eedicaid and pubiic welfare are two specitied programs.

Although many mentally retarded persons have been rlaced
into S¥Fs and ICFs under Medicaid and cthers have been placed
into such community-based facilities as room and board homes
or foster homes using S5I or .tier welfare resources, infor-
mation was usually not availabie on the ext. «t, quality, and
scope ©i services provided at these facilities,

More mcnicoring and
evaluation needed

States need to increace their monitoring ard evaluation
of the guality of services provided to the developmentally
disabled by other State and local agencies, and the effect-
iveness of State interagency ¢oordination.
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In Massachusetts, for example, the State Departments of
Mental Health and Public Welfare have acreed on thair re-
sponsibilities for nlacing mentaliy disabled persons in the
community from State institutions. 4he discharge planning
and follow1ip provisions of this agreement were not being im-
plemented for the perscns released €rom the institutions in-
cluded in our review. The Department of Mental health and
Division of Employment Security aiso had an agreer cint that
local employment offices would participate in the discharge
planning process at State institutions This agreerent also
was aot being implemented.

We discussed these problems with the Director of the
Massachusetts developmental disabilities program. She in-
formed us that her agency's activities have centered arcuad
fostering such agreements and informing people of them. 3he
said, however, that her agency has not evaluated either the
implementation of such agreements or the effectiveness of
various programs because it did not have enough funds tor
such an evaluation. However, she said that in the future,
more monitoring and evaluation will be done.

As described in chapter 6, the release planning and
followup procedures of various agencies for the retarded
that are being placed in the community need imp:sovement. It
appears that State developmental disabilities councils or
agencies could become more involved in monitoring and cval-
uating such procedures and recommending improvements when
needed.

More involvement in the
utilization control process possible

- As noted in chapter 7, several improvements are needed
in State programs to control the utilization of medical
services covered by Medicaid. As part of their monitoring
and evaluaticn efforts, State developmental disabilities
councils or agencies could become more involved in the util-
ization contrcl process. Tne Exezutive Director of the
Maryland Council, for example, told us that the Council had
not been involved in the utilization control process in the
past, but it would become more involved in the future.

State developmental disabilities councils or agencies
could, in conjunction with State Modicaid agenciues, be re-
sponsible for

--making certain that ulilization contr~l= properly
identify mentally retarded persons ‘tho are
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inappropriately placed in public institutions, SNFs,
and ICFs or whc are not receiving needed services in
such facilities.

--including (1) in State develcpmental disabilities
plans, the results of independent reviews as they
relate to the retarded, {(2) a multi-agency action
plan to develep, or obtain, appropriate facilities
or services for those persons identified as inap-
prepriately placed or not receiving needed services,
and (3) a progress report; and

--providing assistance to State Medicaid agencies in
implementing utilization controls as they relate to
the developmentally disabled.

ACTION NEEDED BY FEDERAL AGENCIES

Federal agencies, particularly HEW, can improve the ef-
fectiveness of the State developmental disabilities programs
by

--more specifically delineating State council or agency
responsibilities relating to State ané local programs
supported by HEW and other Federal agencies;

--providing guidance or instructions to federally sup-
ported State and local agencies on how tiley can coop-
erate with developmental disabilities councils or
agencies;

--emphasizing to a larger extecat, (1) the responsibilities
of the council or agency with regard to monitoring and
evaluating other agencies' activities as they relate
tc the mentally retarded and {2) cocrdination at the
local level.

Need for clarification by HEW
of developmental disabilities respoaisibilities
relating to federally supported programs

HEW regulations require that State develo>pmental disa-
bilities councils consist of representatives from several
specified State programs. The regulations require the States
to describe the extent, quality., and scope of services pro-
vided or to be prcvided by nine programs to the developmen-
tally disabled. The regulations, however, n:ed to mc:-e
clearly identify the responsibilities of the State develop-
mental disabilities programs for stimulating, influercing,
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coordinating, or monitoring federally assisted State and
local programs supported oy HEW and other Federal agencies.

Guidance needed from Fedexzl
agencies on 2ow the Stated ave to
N

cooperate with developmenial eisavilities

Some State or local asoncles administering federally
supported programs were raguired by Federal regulations to
coordinate or coopsrate wizd the Itate developmental disa-
bilities council or agon~y others, however, were not. For
example, HEW regqgulations wnder the Rehakilitation Act of 1973
require a State vocational rehabilitation agency to enter
into cooperative arrangoments with other State agencies,
such as developmental disadilities. Oz the other hand, HEW
regulations Jo not require State Neldic2id agencies to coop-
erate or coorxdinate with Jevelopmental disabilities councils
or agencies.

State agency responsibilisziss neod emphasis

Bach year HEW regquires States to pyepare plans for using
their develcpmental disadbslities formwla grant funds. States
are required to estimate their exponditures for planning, ad-
ministration, services, a»d constructisa. HEW did not, how-
ever, regquire the States 3¢ identify how wmuch would be used
for monitoring or evaluating the gualiizy ©of services provided
to the developmentally Jisabled under other programs.

More emphasis on coordinalion
at the local level

Dainstitutionalizatidm seems o b nore successful when
overall responsibility and accountability for mentally re-
tarded perscas in thoe commazity is pinreinted and clearly
assignad to one organization, suth 38 at the Macomb-Oakland
Regional Center in Michigax and the Eastern Nebraska Commu-
nity Office of Retardatioa. Inasmach as coordination is a
principal cbrective of the Jdevelopmental disgbilities pro-
gram, HEW should considey xpequiring States to devote morge
effort and possibly more of their developmental disabilities
funds to coordinate 3% th2 local leve: wnhen it is needed.

IMPLICATIONS OF
NEW LEGISLATION

In 1973, the Congress strengthened the developmental
disabilities program by enzcting the Develepmentally Disabled
Assistance and Bill of Rights Act (42 U.S.C. €001). This act
required tha%:
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--At least 10 percent of the formula grant funds in fis-
cal year 1970 be used to assist in developing and im-
plementing plans for eliminating inappropriate insti-
tuti .nal placement and that 30 percent of such grant
funds be used for this purpose in fiscal ys=ars 1977
and 1978.

--State plans be designed to eliminate inappropriate
instituticonal placement and improve the guality of
care for persons requiring institutional cave.

--The State plan support the establishment of community
programs as alternatives to institutions with fulil
assistance of and in full coordination with other
community programs.

—-The State Planning Council, to the maximum extent
feasible, review and comment on all State plans
which relate to programs affecting developmantal
disabilities.

-=-States, in order to receive formula grant funds under
the act after September 30, 1976, provide assurances
that each program (including programs of any agency,
facility, or project) which receives funds under the
grant has, in effect for each developmentally dis-
abled person who receives services from or undsr the
program, 3 habilitation plan meeting specified re-
guirements, including (1) the specific goals and ob-
jectives,; (2) identification of a program coordinator
responsible feor the implementation ©of the plan, (3)
specification of the role and objectives of all par-
ties to the implementation of the plan, and (4) peri-
odic review.

--The National Advisory Council on Services and Facil-
ities for the Developmentally Disabled inciuvde rep-
resentatives from various HEW agencies, such as RSA
and SRS.

—--States receiving formula grants under the program es-
tablish a system which protects the rights of and
advocates for developmentally disabled persons.

Section 204 of the act requires the Secretary of HEW to

conduct or arrange for the conduct of a review and evaluation
of the standards and guality assurance mechanisms arplicable
to residential facilities and community agencies under
Faderal laws he administers. This study is to include an as-
sessment of (1) their effectiveness in insuring that services
rendered to persons with developmental dissbilities are
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consistant with current concepts of quality care concerning
treatmen., services, and habilitation; (2) the relative ef-
fectiveness of their enforcement; and (3) the degres and ex-
tent of their effectiveness. From the results of this study,
the Secretary is further requirzd to develop recommendations
for change in the Federal laws and regulations he administers
and te meport his findings and recommendations to the House
Commititae on Interstate and Foreign Commerce and the Senate
Committ2e on Labor and Public Welfare by March 1977.

This report and the five reports to HEW regional direc-
tors address both the effectiveness of several HEW programs
in insuring that the developmentally disabled receive appro-
priate care and services, and the extent to which program
reguiresents were enforced.

DISCUSEION WITH
DDO OFrFICIALS

We met with the DDO officials to discuss our findings
and what actions needed to be taken to resolve the problems
identified in our review. DDO officials generally agreed
with our suggestions and stated that, to the extent they
could, they would strengthen the regulations for implementing
the new act to resolve the problems we identified. Tor ex-
ample, they said they would try to include local housing
agencies among those specified agencies that State develop-
rental &isabilities councils were to coordinate with.
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CHAPTER 5

IMPACT OF COMMUNITY MENTAL TILLTH CENTERS

AND CLINICS CN DEINSTITUTIIMILIZATION

The Community Mental Health Center program was
enacted in 1953 to enable most mentally ill persons to be
treated in their own communities. w0 2f the progran's
major objectives were to decrease the wse of State mental
hospitals and improve the organizatiom and Gelivery of
community mental health services by &zvzloping a coordinated
systen.

In August 1974 we issued "Need f>r More Effective Man-
agerent of Community Mental Health Csmt2rs Program®
{B-164031(5}, Aug. 27, 1974). WUWe roporied that the centers
had increased the accessibility, guanzity,. and type of com-
munity services available and have enxzaced the responsive-
ness of mental health services to individual needs. However,
that report, other studies, and informatioa obtained during
this review show that the CMHC program 23d not been fully
effective in preventing unnecessary admissions to public men-
tal hospitals, providing care and followup treatment to per-
sons released from such facilities, or Jevelcoping a coordi-
rnated system of care for the mentally iil. It appears that,
in seme cases, psychotropic drugs zangd oiher Federal programs,
such as Medicaid and other public ass:istance programs, have
had rore of a direct impact on the reluztion of mental hos-
pital populations than the CMHC prozram.

Recognizing that improvements ware needed, the Ceongress
enacted legislation--the Special Heal:h Revenue Sharing Act
of 1975 (42 U.S5.C. 246) and the Community Mental Health Cen-
ters Amendments of 1975 (42 U.S.C. I26i3)--imposing more
stringent requirements on CMHCs and th»= States to insure
that the intent of the CMHC program w:s met.

State and local governments, as well as private organi-
aatiens, have also established or supyorted mental health
clinics which have not received construction or staffing
grants from the National Institute of XHsntal Health. These
elinics provide such services as day txeatment, medication,
and psychiatric therapy to the mentalliy ill.

In this report, therefore, CMHUs refer to facilities
which received construction or staffiry grants from NIMH.
Mental health clinics refer to Jfacilitiss not receiving
such grants. However, some of these zliunics received Fed-
eral funds from other socurces, such as from the Medicaid
or Comprehensive Public Eealth Services grograms.
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STATUS AND CPERATION
OF CMHC PROGRAM

As of July 1975 NIMH had awarded comstructior and/or
staffing grants of $1.2 bililion to 603 C¥ECs. When all 603
CMHCs become operational, they will serve areas covaring
about 41 percent of the U.S. popuiation. as of July 1975,
507 CMHCs were in operation

Construction grants were for as much as 66~2/3 percént
of construction costs for centers in nonpoverty areas and as
much as 90 percent for centers in poverty areas. Ia general,
staffing grants were awarded on a declining basis over §
years, ranging between 75 and 30 percent for centars in
nonpoverty areas and between 90 and 70 parxrcent for centers
in poverty areas.

CMHCs are established under a catchrent-arsa ooncept,
with each CMHC responsible for assuring that mental health
services are available to the populzatien in its area. Under
NIMH regulations, each catchment area was generalliy required
to have a population range of 75,336 to 202,02¢, with only
one CMHC in each catchment area. NIMH estimates zhat it
would take about 1,500 CHHCS to provide a nationwide network.
According to NIMH, it awardad CHHC staffing and/or constru-
tion grants to the five States in our review as shown bolow
through fiscal year 1975.

Number of
State centers Grant funds
(miliions)
Maryland 10 $13.4
Massachusetts 17 38.9
Michigan 21 29.5
Nebraska ? 2.8
Oregon 2 5.1

Before the 1975 amendments te the CH¥EC autherizing leg-
islation, each CMHT was reguired o provide at least five
basic services: inpatient, cutpatient, partial hospitaiiza-
tion, emergency, a.d consuitation and edwcation. The 127%
amendments, effective July 1. 1973, reguire CMHCS to provide
additional services. (See pP. 72.)
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EFFECTIVENESS IN PREVENTING
UNNECEGSARY ADMISSIONS, PROVIDING
AFTERCARE AND FOLLOWUP, AND ACHIEVING COORDINATICN

Both CMHCs and mental health clinics have had a posi-
tive, but limited impact on preventing unnecessary admissions
to public mental hospitals or in providing aftercare or fol-
lowup treatment to released patients. The resident popula-

tion of State mental hospitals had been substantially reduced.

before many CMHCs became operational. In the August 1874 re-
port, based ¢n a review of 12 CMHCs in 7 States, we showed
that CMHCs had not been fully effective in (1} screening
persons wanting to entcr, or who had been referrsed to public
mental hospitals, to avoid unnecessary adnissicns. (2} pro-
viding services or fcllowup to persons released fror mental
hospitals, or {3) coordinating services for the mentally 111
in the community.

Data available from various studies indicate that the
CMHC program has helped reduce admissions to State mental
hospitals, but has generally no*t had a significant impact
cn helping persons to return to communities from mental hos-
pitals. For example, a November 1973 report by an NIMH con-
tractor who compared mental hospital admissicon aud resident
rates in areas with CMHCs to those areas not bavaing CMHCs
found that while CHMHCs had an impact on reduciug admissions
to State mental hospitals, there was no large consistent re-
lationship between the opening of CMHCs and State hospital
resident rates.

NIMH data on sources of referrals to CMhls also indicate
that the CMHC program was having only a limite impact on re-
aucing public mental hospital populations. For example, for
1974 NIMH reported that about 29,300, or about 3.8 percent of
the 780,400 additions to CMHCs during the year, were referred
by public mental hospitals. Public mental hospitals ac-~
counted for fewer referrals to CMHCs than any other referral
source reported, except for the clergy.

Other indicators of the impact of CMHCs, as well as
mental health clinics, on shifting the emphasis of care from
public mental hospitals are admissions and readmissions to
such facilities. Although total admissions to public men-
tal hospitals have been decreasing overall in recent years,
inpatient admissions to public mental hospitals increased in
21 States and the District of Columbia during fiscal year
1974. As shown in chapter 2, readmissions constitute a sig-
nificant portion of admissions to public mental hospitals.

69



One factor contributing to the high readmission rate
was the lack of appropriate facilities and services in the
community. NIMH officials stated that the high readmission
rate indicates that many released patients are not receiving
needed services in the community. However, they stated that
all readrwissions do not necessarily indicate that the "sys-
tem” has failed. They pointed out that mentally ill persons,
like physically ill persons, have relapses requiring rehos-
pitalization without necessarily meaning that insufficient
care had been received.

NIM=Z officials further stated that it is not always the
lack of mental health services that contributes toward the
high readmission rate. The lack of support services, such
as housing, medical care, inccze support, social services,
vocaticnal training, or employment, are also factors. For
example, an NIMi-sponsored study in Maryland showed that, of
31 persons participating in a deinstitutionalization prcject
who werxe readmitted to a State mental hospital, 10 were re-
admitted primarily because of insufficient housing in the
community.

Community mental health centers

CHMHCs we visited generally did not have data on their
effectiveness in screening admissions to public mental hos-
pitals or in providing services or followup to persons re-
leased from mental hospitals. Some data was available,
however.

Maryland

A study invelving one Maryland CMHC indicated that sev-
eral persons were needlessly being referred to a State hos-
pital bacause they were not being screened or evaluated by
the CMHC befeore their admission.

Nebraska

Cx¥HCs developeé at a much slower rate in Nebraska than
envisicned and most of the State's centers did not become
operational until 1974 and 1375 after the State mental hos-
pital pepalation had been substantially reduced. Staff from
the Nebraska CMHC we visited, however, did discuss the needs
of persons who ware to be referred to them with the staff at
the State mental hospital serving its catchment area., This
arrangement helped to make sure that persons referred to the
center by the mental hospital were provided services after
their release from the hospital.
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2n offizizl at the CMHC said that there had been no for-
mal cooperative efforts azmong = cnc1es to determine how to
comprehensively meet the needs oI tie mentally ill. He fur-
tner scated Tt his center 1&Cxeﬁ the trained sz2ff and re-
gources to fulfill i:is resporsitilities. Farticular needs
incluiad halfvay houses for *5u~ks and relited programs for
adoiescents.

Massazhusetts

Massachusetts Staie menial aospltal: could provide amedi-
catiox: to persons at no cost while CHHCs 2i1d not have the
funds to do this. Accordingly, some persons released from
mental hospltzls wera returning %o receive medization rather
than going to closer JEICs. Thas, the CECs wers unable to
fulfill one of the progran's main objectives, Iu addition,

a ftarch 1973 study a2t cne Stz=ze mental hospital! showed that
nearly 30 reent of inpatient admissions were mzde during
evenizgs anc weekends when tne JHHC serving the catchment
area vas clcssd.

District of Jlalumbia

The District of Celumbia‘s public mental hoseital re-
portzi more tlan 3,832 inpatients “admissiczs durin g fiscal
year 13874, %o asked the Cen=zrzl Admissicas Se:w:ce of the
publiz mental hospital which ssrves the Tistrict~-Saint
Elizabeths ﬁc=p1tal—— t0 determize how ma=ny perscas admitted
duriny a l-=oath pericd could rave been treated at a CMIC or
other alternative to Ssint Eli:zzbeths.

Saint Elizabeths is admaristered by WIMH and serves
Vistrict residents, visitors, znd others. The District of
Colunzia is dividea into four catchment z-was, each wich a
CiBC. The CHC for cne arez 13 on the grounds of Saint
Elizzbeths: thus we excluded trose admissions fzom ouy find-
ings. We als0o excluded non-District resident adnissicas.

The Central Adnissions Service determined that 90 of the
109 rersons admitted to the hicspital as inpat:ents from the
other 3 areas fronm February 14 - March 13, 19735, could have
been treated just as well in ax alternate facil: tv--nrimarily
CIHCs. Fifty-one, or 56.7 parcent, of +o §0Q PSrSONS wWho were
unnecessarli adnitzed were ryelerred to Saint El:izabeths by
the ZZGICs in the 3 areas. The other 39 rersons were referred
by tre police, courts, or entered in another ma=ner. Accord-
ing to the Central Almissions Service, t™ $§ PRXSorns were
not treated in the CMECS in thair catch=ent areas pronarily
because beds were not availabls or the OIils cozld not handle
the zdditicnal workicad.
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The following table shows where the 90 persons could have
been treated.

Location or tvpe of treatment Rurber of versons
Inpatient CMHC hospitalization 70
Short-ternm residential 11

Crisis intervention and short-
term residential or outpatient

care 8
Qutpatient 1
Total 30

pevelopment of CMHCs
apart from mental hospital system

In general, the CMHC program has develcoped apart from
the public hospital system. Many CMHCs did mot view reducing
the use of State mental hospitals as a primary goal and there-
fore did not direct much effort toward this geal. The lack
of a formal 1ink between the CMHCs and the public nental hos-
pitals helped fragment responsibility for ths nentally ill
released from mental hospitals. It alsc appears to have hin-
dered the accemplisihment of two CMHC program coals-—rxeducing
the use of nental hospitals and providing a ccordinated sys-
tem of care for tue mentally ill,

According to WIMH, as of 1974 mental htospitals received
only about 3 percent of the grant funds for C¥¥Cs. Local
governments, charity groups, general hospitals, and cother or-
ganizations received nost of the funds. Therafore, a situa-
tion developed in which (1) the mental hospitals were gener-
ally accountable to the 3tate for persons who are inrpatients
or released on leave while (2) CMHCs were genarally account-
able to NIMH, other governmental units, or private organiza-
tions for groups of persons that may not have included those
seeking admission to or being released from mental hospitals.

This problem was discussed in our Augus:t 1374 report on
the CMHC program: public mental hospital and@ CMHC officials
had different views on CMHC responsibilities for screening
parsons before their admission to mental hospitals and pro-
viding services to persons released from such facilities.
This probler was also identified in an Augnst 1972 report
by an NIMH contractor. The contractor asked CYHCs to rank
order 10 goals of the CMHC program, Of the 1735 CMHCs that

responded, the goal of decreasing State mental hospital util-
ization was vanked next to last.
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Another factor complicating the relationship between
CMHCs and public mental hospitals was the different character-
istics of the population they often served. For example, one
reason cited by an NIMH contractor in its November 1973 report
for the limited impact of CMHCs on reducing mental hospital
rates was that CHMHCs attracted a new type of patient who was
not very ill and not a candidate for hospitalization in a
State institution.

In commenting on these problems, NIMH told us that in
States cuch as Utah where the State has taken leadership in
involving community programs in discharge planning, many of
the problems of patients returning to the community are less-
ened and recidivism reduced. NIMH believes that State mental
health department leadership in assuring screening and after-
care seems to be the essential factor.

Mental health clinics

A national network of CMHCs has not been established;
however, State and local governments and other organizations
have establisited many community mental health clinics. Most
of the clinics we visited did not offer the range of services
that CMHCs are required to provide. As discussed in chapter
2, they often (1) could not provide needed services or fol-
lowup treatment to released patients or (2) prevent unneces-
sary instituvtionalization.

Haryland

Mental health clinics we visited in Maryland did not,
nor were they required to, screen all prospective admissions
to State mental hospitals. Services available to the men-
tally ill were often limited because there were few CMHCs and
most mental health clinics did not offer a full range of men-
tal health services. Only 8 of the 32 State-supported mental
health clinics offered the 5 services (see P. 68) reguired of
CMHCs. Of the r=maining 24 clinics, 7 offered 3 of the serv-
ices and 17 offered 2. 1In March 1975 a Mental Health advi-

scry Committee for one !Maryland county observed the following
about that county‘'s clinic:

—--Services were provided only 4 hours a week.
--Increasing present hours of service twofoid wou:d

provide only minimal service to about oche-quarter
of those estimated to need it.
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~-Part-time clinic operaticn, even substantially ex-
panded, would force persons needing immediate help to
wait anywhere from a week to a month before they could
be seen by a local mental health professional.

Michigan

Several community mental health clinics in Michigan
served primarily as medication-dispensing facilities. At two
clinics we were told that they had large patient loads and
little time for therapy. Officials at a State hospital and
a Community Mental Health Board said that one reason the psy-
chiatrists did not provide therapy was because they were for-
eign medicel graduates who could not communicate with the
patients. Our review of case files at the two clinics indi-
cated that medication was the only service provided.

Reports submitted to the Community Mental Health Board
by four cther mental health clinics indicated that their
primary fvnction was giving medication. The reports indicated
that the clinics did not provide enough psychiatric time for
therapy and counseling. The 4 clinics had about 250 persons
on waiting lists.

Oregon

Alternative services which could divert people from ad-
mission to Scate mental hospitals are the least developed ele-
ments of Oregon's mental health services. Service for former
hospital patients has been generally limited to medication
followup and, as a result, people use State hocpitals to re-
ceiva services that could be given in the comrunity.

Almost half of Oregon's communities could not place a
patient in a local treatment program after evaluation without
a long waiting period. For example, a Mental Health Division
review of the Multnomah County program showed that admissions
at two of the county's four clinics was closed and a third had
a 4- to 6-week waiting list. Over 1,800 persons from the
county are admitted to 1 State mental hospital annually; many
are readmissions.

Few communities had the range of services needed to pre-
vent State hospitalization or provide a full range of mental
health services. Only 5 of Oregon's 30 ccuntv mental health
programs offered a complete range of alternatives to State
hospitalization and less than half the counties offered the
services Oregon's Mental I'ealth Division considered essential
to avoid hospitalization. These essential services are day or
night treatment, emergency services, community residential
care, and local inpatient treatment.
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Massachusetts

Only 13 of the State's 39 catchment =zrzzs 1/ had all 5
services that CHHCs were reguired to prcvics: 10 had most ot
the services, and the remaining 16 had v=ry Iimited services.
State officials said that partial hospit=zlizstion and 24-hour
crisis intervention services were tne grsatsst needs. .
PRORLEMS IN FUNDING
CMHC= AND CLINICS

States have had difficulties fundirg OECs and clinics.
Factors contributing to these problems izciiced:

~~Uncertainties regarding Federal fonés and anticipated
difficulties in future f:iunding of TMIls as the Federal
staffing grants decline or are discoozinued.

~~Rising costs of mental hospital czrs. tnereby
hindering the States® ability to maksz sufficient funds
available for communi.y-based serricss.

~-Limited reimbursements for CMHCs =né =2alth clinics
under Medicaid and Medicare.

Uncertainty of Federal funding and
funding sources after the CHMHC grants expirs

Contrary to congressiconal desiies, —he Zr-esident has
proposed phasing out Federal funding of =zh2 CMRC program
because he believed that the CMHC concept nss been adejuately
demonstra*ed. The uncertainty surrounai-gy —=e program's fu-
ture and anticipated difficulty in fundi-—g ®iCs after the
Federal stafiing grants lapse have impecd=d z=e prugram's
growth in some States. Officials in thr=e 3rates we
reviewed provicézd the following comments.

Maryland

Federal cutoacks in program funds ezrym=—ked for CMHCs
in favor of relying on thivrd-party zavments, such as
M>dicaid, Medicare, and insurance, will have an adverse
impact on the continnity of care availznle to mentally
11l persomns because collections from txird-party payers
may not necessarily be reinvested im memtal health care.

1/In April 1976, the Massachusetts fecvetary of Human Services
told us that the number of catchment arzzz had been in-
creased to 4J.
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Methoeds for continued funding for CMHCs as Federal sup-
port declines and ultimately ends had not been estab-
lished and may prove to be a difficult problem unless
thivd-party payments increase in the future.

Oragon

Oregon's Department of Human Resources would like to es-
tablish a balance between having a statewide deinstitu-
tionalization plan which is substantially federally
funded and a program that State and local governments
can maintain if there is a change in Federal fiscal pri-
orities. For example, the Mental Health Division asked
the State legislature for matching funds to establish
twd additional CMHCs (one in Portland) in its 1973-75
budget request, but the legislature denied the request
because of the uncertainty of the continued availability
of Federal funding.

Federal requirements associated with the CMHC prograem
arce too inflexible. For example, the services that
CMHCs must provide are ° sually more than local communi-
ties are willing to develop to meet their needs.

Local communities can use State grants they receive as
part of the matching funds needed for the CMHI program,
but they bhave not shown interest in the CMHC program
because they do not have the additional funds needed
to participate in the program.

The director of one mental health clinic that was not

federaliy funded told us that the county commissioners

were alraid that they would not be able to finance the

entire cost of a CMHC after the Federal funds were no

longer available and therefore did not participate in
ne prograa.

Growth in mental hospital
dudgets

Although mental hospital resident populations have de-
clined by more than he¢lif siice 1963, admissions have in-
creased as have State expenditures for mental hospitals. Na-
tionally, expenditures for State mental hospitals as reported
by NIMH increased from about $1.7 billion in 1968 to about
$3.8 billion in 1974. Although State mental health depart-
rents have increased their expenditures for community mental
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health services, State institutions still generally account
for the bulk of State mental heaith budgets. 1/ For example,
both Maryland and Michigan allocated 16 percent of their mon-
tal health budgets for community care in fiscal year 1%74.

Faced with inflation, imposition of standards on mental
hospitals, and increased admissions, States found themselves
having to “support increased costs at mental hospitals as well
as the development of community-based programs. Although
Federal funds, such as Medicaid, CMHC grants, and Comprehen-
sive Public Health Services funds, helped, they were not
enough to support both improved institutional care and devele N
oprient ©of a comprehensive system of community mental health
services.

Limited coverage under Medicaid and Med .care

As explained in chapter 6, alternatives to inpatient
care, such as day treatnent or partial hospitalization, have
just become covered under State Medicaid programs, are not
covered, or were limited. 1In general, mental health
clinics not affiliated with a general hoszpital have difficulty
in qualifying for Medicare and Medicaid reimbursements. Out-
patient services provided by mental health workers in indi-
vidual and group sessions without direct supervision by a
physician or psychiatrist are generally not eligible for re-
imbursement. According to 1975 NIMH data, less than & percent
of the CMHCs staff were psychiatrists. RIMH believes that
the meldistribution of psychiatrists among CHMHCs is another
hindrance to increased Medicaid funding.

As discussed in chapter 8, Medicare provides only limited
coverage of outpatient services for the mentally ill.

Although Medicaid expenditures for CMHCs have heen in= -
creasing, they still represent only o small portion of their
funding sources. According to 1974 NiMH data, CMHC Medicaid
receipts amounted to $53.6 million, or ¢ percent of total re-
ceipts. This compares to about $19.7 milliion, or 5.7 percent,
in 1%72, and $8.9% million, or 3.8 percent, in 1970.

State Medicaid officials in Michigan, Maryland, and .
Nebraska had no current information on Medicaid expenditures : -
for CHMHCs or clinics. Oregon officials estimated that mental

v

This does not mean that such funds were not needed at men-

tal hospitals to care for the patients, but only shows how
the funds were used.
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“ health clinic service costs under Medicaid amounted to

$849,000 in fiscal year 1975. Massachusetts officials esti-
mated that fiscal year 1976 Medicaid expenditures for mental
health clinic services would be about $1 million.

IMPLICATIONS OF 18975
MENTAL HEALTH LEGISLATION

The Special Health Revenue Sharing aAct of 1975 and the
Cormunity Mental Health Centers Amendments of 1975 strength-
ened the requirements of the Comprehensive Public Health
Services and CMHC programs as they relate to deinstitution-
alization. Implementation of this legislation should helpn
alleviate many of the problems we identified. Hcwever,
shortages of funds may severely hinder the States' abilities
to meet the objectives and requirements of this lecislation.

Special Health Revenue Sharing Act of 1975

This act requires States to establish and implement a
plan to: ’

--Eliminate inappropriate placement of persons with
mental health problems in institutions, insure the
availability of appropriate noninstitutional services
for such persons, and improve the quality of care for
those persons for whom institutional care is appro-
priate.

--Assist the courts and other public and appropriate
private agencies to facilitate (1)} screering by CuCs,
or other apvnropriate entities, of State residents who
are being considered for inpatient care in a mental
kealth facility to determine if such care is necessary
and (2) the provision of followup care by CMHCs or
other appropriate entities for nersons discharged from
mental healtk facilities.

As required in previous legislarion, the act provides
that at least 15 percent cf each State's allotment for com-
prehensive public health services be used only for the pro-
vision of mental health services and that at least 70 percent

of such funds be made available for the provision of community

services. During fiscal year 1975, $90 million was appropri-
ated for comprehensive public health services. Therefore, at
least $13.5 million was required to te used for mental health
programs and of this amount, about $%.5 million was reguired

to be used for community-based mental health services. How-

ever, the amount of funds available to States under this pro-
gram was insufficient in rzlation to the State mental health

budgets and to actual needs. In fiscal year 1974, for
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example, Maryland used $237,000 of its Comprehensive Public
Health Service funds for mental heaith, while the State's
Mental Hygiene Administration budget was $65.1 million.

Community Mental Health Centers
Amendments of 1975

These amendments require CMHCs to provide seven new
services in addition te the five previously required. Three
of the newly required services are screening, transitional
halfway house services, and followup care for residents of
their catchment areas who have been discharged from a mental
health facility. e

CMHCs must help courts and other public agencies screen
residents of the center's catchment area who are being con-
sidered for referral to a State mental heaith facility for
inpatient treatment. They must also provide, where appropri-
ate, treatment at the center as an alternative to inpatient
treatment at the State facility. Transitional halfway house
services are to include services for both those who have been
discharged from a mental health facility or who would, with-
out such services, require inpatient care in such a facility.
CMHCs must also coordinate their services with those provided
by other health and sccial service agencics.

Potential complications in
funding halfway house services

One potential problem facing CMHCs in implementing the
1975 amendments is restrictions relating to the use of
Medicaid and SSI funds to help provide the newly mandated
transitional halfway house services for the mentally ill.

HEW regulations generally prohibit payment of SSI to
persons in publicly operated institutions. 1/ Of the 403
CMHCs funded as of November 1975, 283, or 47 percent, were
publicly sponsored. Therefore, these 283 CMHCs wculd have
to contract with a private organization to run their halfway
houses sc that their residents could be entitled to SSI.

Also, to be eligible for SS51, persone who are not 65 or older

must have a total disabllity expected to last at least 1 year.

Therefore, mentally ill persons who have disabilities that

are not total and not expected to last 1 year are not en-~

titled to SSI. o

1/1f a least 50 percent of the cost of a person's care in a
public institution is supported by Hedicaid, he or she can
receive up to $25 each month under SSI. 1In October 1976,
SSI was authorized for persons in certain public facilities.
{See p. 132.}
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Mentally ill persons under 65 are not eligible for
Medicaid in institutions for mental diseases, except for
those persons under 21 in accredited psychiatric facilities.
Since a haliway house for the mentally ill would be consid-
ered an institution for mental diseases under HEW regula-
tions, mentally 1ill persons under 65 would not be entitled
to Medicaid in such facilities. Such persons, however,
might qualify for Medicaid reimbursement if they were in an
SJF or ICF in which less than half of the patients or resi-
dents were mentally ill.
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CHAPTER 6

IMPACT OF MEDICAID ON

DEINSTITUTIONALIZATION

Medicaid is one of the largest single purchasers of
mental health care and the principal Federal program
funding the long-term care of the mentally disabled.
According to the Medical Services Administration, more than
$1 billion annually xs spent under Medicaid for the care
of mentally disabled persons. I% appears to have been the
most important federally sponsored program affecting de-
inftitutionalization.

Medicaid has had a positive impact on the care of the
mentally disabled by imposing minimum requirements on the
gquality of care provided in mental ins%itutions and skilled
nursing and intermediate care facilities and requiring that
such facilities take steps to rake sure that arrangements
were made for postrelease care. Pederal reimbursements undsr
Medicaid have also made additional funds available to the
States to improve the quality of care and to develop commu-

nity alternatives to institutional care.

On the other hand, the funding available under
Medicaid for SNF and ICF care, coupled with the lack of
alternatives, has heavily influenced the placement of the
mentally disabled into such facilities. In many instances,
SNFs and ICF=s were not prepared to meet the special needs
of the mentally disabled or were not the most zppropriate
setting for the persons placed. Persons were also being
released frow mental hiospitals and institutions for the
retardel to SNFs and ICFs, and to other settings, without
any relesse plan, with an incomplete plan, or without ade-
quste provision for followup services.

HEW has initiated a major effort to upgrade SNFs and
ICFs and the quality of care they provide. HEW's efforts,
however, have genera:ly not addressed the special needs
of the mentally disabled in these facilities. HEW officials
said that additional efforts aimed at the mentally disabled
were needed. HEW can help solve some of the problems by
emphasizing and more systematically monitoring, evaluating,
and enforcing Medicaid requirements relating to deinstitu-
tionalization and by integrating related requirements in
Medicaid and in other programs. Specifically, HEW should
make certain that (1) States cévering persons 65 years of
age of older in mental hospitals under Medicaid develop and
effectively implement comprehensive mental health programs
for persons of all ages, (2) SNFs and ICFs with mentally
disabled persons are capable of providing for their
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specializt i needs, {3) States effectively implement utiliza-
tion centrol programs (see ch. 7}, (4) discharge planning
and other continuity of care requirements for mental heospi-
tals and institutions for the retarded are sufficient,
c¢lear, consistent, aind met, and (5) interagency agreements
required by Medicaid regulations between such agencies as
mental health, public health, vocational rehabilitation,

and public welfare adequately address deinstitutionalization
and are effectively implemented.

HEW needs to assess how its standards fcr institutions
for the mentally retarded participating in Medicaid affect
States' ability to continue to develop community resources
for persons inappropriately placed in such fe-ilitie or
who risk being admitted therein. Facilities must fully
conply with these standards by March 18, 1977. The cost to
attain compliance is estimated to be substantial. National
policy decisicns may have to be made regarding how to
allocate funds between improving public institutions versus
developing community alternatives when legislation and
courts are mandating community-based care and when super-
intendents of public institutions believe that many
residents in such facilities could be treated in the com-
manity if appropriate resources existed.

THE MEDICAID PROGRAM

Medicaid is a federally sponsored program which assists
States financially to help them provide health and rehabili-
tative services to the needy, including the mentally
disabled. Under Medicaid, the Gowvernment reimburses the
States for between 59 and 78 percent 1/ of allowable costs of
providing such services to eligible persons. Within certain
limits, each State may define the extent of benefits it will
provide under its Medicaid program and to whom it will pro-
vide various services.

Coverage of the mentally disabled

Inpatient mental hospital and residential care in
institutions for the retarded are aptional services under
Medicaid. The Congress authorized such care to improve the
quality of care in such facilities to help mentally disabled
persons attain their maximum potential and, in particular,
to help them return to the community.

Medicaid coverage for the mentally disabled has
expanded considerably. For example, in 1965, when Medicaid

1/Effective July 1, 1975, the maximum rate decreased from
81 percent.
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was enacted, the Congress authcrized Federal reimbursements
for inpatient mental hospital care for perscns 65 or clder.
In 1971 the Congress authorized Medicaid to cover ICF
services, including services in institutions for retarded
persons. In 1972 States were authorized to receive Federal
assistance for inpatient mental hospical care for persons
under 21.

As of August 1, 1975, Stat. . ..'caid programs
(including the District of Columbia .} covered the following:

Services No. of States

Inpatient care in institutions
for mental diseases--

persons 65 or older 42
Inpatient care in psychiatric

facilities--persons

under 21 27
ICF--institutions for the

mentally retarded 38
Mental health clinic Not available
Prescribed drugs 48

Medicaid legislation limits inpatient care in mental
hospitals to persons 65 or oldar or under 21. 2ll eligible
persons, including those between 21 and 65, can receive in-
patient psychiatric services in general hospitals.

No federally imposed age restrictions apply to
Medicaid coverage of persons in public institutions for the
retarded. SNF and ICF services in institutions for mental
diseases are linited to persons 65 or older.

Administration by HEW

At the Federal level, the Social and Rehabilitztion
Service is responsible for administering the Medicaid
program. Within SRS, MSA is the principal organization
involved in the program's daily operation. However, as
shown b2low, other agencies have key —esponsibilities
relating to the Medicaid program.

--The Office of Long Term care ic HEW's focal point for
long-term care. It provides policy direction and
coordinates HEW's standards enforcement activities in
SNFs and ICFs, including institutions for the
retarded, but not mental hospitals.
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DEVELOPMENT OF ALTERNATIVES TO

. =~0ffices of Lon¢g-Term Care Standards Enforcement in

HEW's regional offices are responsible for monitoring
State agencies' approval and certification of SNFs
and ICFs to participate in Medicaid. This includes
institutions for the retarded, but not mental hospi-
tals.

-~Special initiatives units in HFW's regional offices
were responsible for onsite evaluations and other-
wise monitoring State utilization control programs
for mental hospitals, SNFs, and ICFs, including
institutions for the retarded. (During our review,
MSA assumed this responsibility.)

-=-The Bureau of Health Insurance (BHI}, Social Security
Administration, is responsible for administering the
Medicare program. To participate in Medicaid, mental
hospitals serving persons 65 or clder must meet
Medicare raquirements as well as special Medicaid
requirements. BHI has certain responsibilities for
monitoring State agencies which survey and certify
providers of care under Medicare. '

--NIMH is responsible for providing leadership in the
mental health field. This includes helping BHI and
MSA develop standards for mental health care under
Medicare and Medicaid.

--The Bureau of Quality Assurance, Health Services
Administration, is responsible for (1) providing
national leadership to assure that health services
under Medicare and Medicaid are melically necessary
and furniched as economically as possible, (2)
developing quality assurance standards and policies
and coordinating and evaluating their implementation,
and (3) developing conditions and standards of
participation relating to guality of care for service
providers under Medicare and Medicaid. .

—--The Developmental Disabilities Office provides
technical assistance on matters dealing with the
mentally retarded, such as the development and
enforcement of standards for institutions for the
mentally retarded.

MENTAL INSTITUTIONS UNDER MEDICAID

mental hospital care to persons 65 or older under Medicaid
to show that they are making satisfactory progress toward

HEW regulations require States providing inpatient
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developing and implementing a comprehensive mental health
program for perscons of all ages through use of appropriate
mental health and public welfare resources, including
CMHCs, nursing homes, and other alternatives to care in
public institutions. These States must submit annual
progress reports to HEW. States have not been submitting
these reports, however, because HEW has not been enforcing
the reguirements.

Similar requirements do not apply for those retarded
in institutions who are covered by Medicaid. However, HEW
regulations require that States document the unavailability
of community resources and initiate plans for actively
exploring alternatives when persons whose needs might be
met through alternative services unavailable at placement
are placed in ICFs, including those for the retarded.

The principal alternatives to institutional care
developed under the Medicaid programs have been SNFs and
ICFs. (See ch. 2.) Many mentally disabled persons have
been placed in these facilities without provision for
needed services and because they were the only available
alternatives, although they were frequently not the most
appropriate. Development of alternatives to public
institutional care has been limited.

Mental health clinic
services

Current information on the extent to wh.ch States
included mental health clinic services in their Medicaid
programs was not available at MSA. Although all five States
we reviewed included such services under their Medicaid
programs, the extent of coverage was limited.

Generally, mental health clinic services under Medicaid
were not available in the States we reviewed until recently.
Also, coverage under Medicaid was generally limited to a
relatively small number of providers. For example, only 3
of Maryland's 32 mental health clinics and 3 of its 6 CMHCs
with Federal staffing grants were providers under Medicaid.

Only 4 of Nebraska's 12 mental health centers were providers
under Medicaid.

Daz care

None of the five States funded nonmedical day care for
the retarded under Medicaid. Three States included cay care
for the mentaliy ill under Medicaid; however, coverage was
limited. 1In Nebraska and Michigan, for example, day care
for the mentally ill was covered only in clinics affiliated
with hospitals. Officials in the three States including
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day care in their Medicaid programs said that funding for
such care was not substantial.

Nebraska's coverage of day care under Medicaid appeared
to provide some incentives for outpatient care, even though
such coverage was limited. D:¢y care for the mentally ill was
available under Medicaid only when provided in a hospital
under the supervision of a physician or psychiatrist. Day
care {or night care) could be provided for up tc 60 days in
any 12-month period. However, HNebraska limited inpatient
care and day or night care to a maximum of 30 days in any -
12-month pericd. Two days of day or night care are counted
as 1 day of inpatient care. Therefore, a person could re-
ceive up to &0 days of day or night care. 30 days of inpa-
*ient hospital care, or any combination of these as long as
the total number of days did not exceed the equivalent of
30 days of inpatient care.

MSA has informed us that Nebraska's limitations on in-
patient and outpatient hospital psychiatric care under Medi-
caid are contrary to HEW regulations. These regulations pro-
hibit the arbitrary denial or reduction in the amount,
duration, or scope of required services to eligible persons
solely because of their diagnosis, type of illness, or con-
dition. MSA said that it was taking action to make certain
that the State complies with this prohibition.

Officials in Oregon and Maryland--two States not cover-
ing day care--told us they believed day care was important
to deinstituticnalization. Maryland Medicaid and Mental
Health Administration officials said day care services were
not covered because State matching funds were not available.
However, Mental Health Administration cfficials believed it
Wwas necessary to develop a statewide system of health-related
day care programs if the State's deinstitutionalization
efforts were to be successful. Moreover, they stated “iia.
they were developing day care regulations thai would quai., 7
under Medicaid.

L4

Oregon's Mental Health Division identified day treat-
ment as one of the highest priority service alternatives to
State hospitals. Public welfare officials noted that the
coverage of day care in nospitals and clinics was requested
in the aczancy's 1973-75 biennium budget, but was not approved.
The Administrator for Public Welfare noted in a justification
for the request that many other programs could fail without
additional day~-treatment support, resulting in increased
hospitalization costs. The mental health liaison official
in public welfare stated that additional day care programs
were crucial for moving ahead with deinstitutionalization
of the severely mentally disabled.
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Small residential

.. facilities

HEW's ICF regulations include a number of incentives to
encourage participation bv small, community--hased group homes
as an alternative to institutional care, particularly for the
retarded. For example, ICFs of 15 befd: or less can apply the
less stringent residential, rather ta-~- th> institutional,
requiremen+s of the Life Safety Code. Ir addition, regula-
tions allow for a modified nursing perscun2l requirement and
allow ICFs to obtain health and rehabilitation services for
residents through community resources rather than reguiring
them to provide 211 such services within the facility.

Officials in the 5 States we reviewed said that ICFs
of 15 beds or less for the retarded had not been developed
in their States despite the availa%ility of Federal matching
funds. 1/ The reasons they gave for this are that the (1)
requirements were too medically oriented in relation to the
needs of many retarded persons and would not provide a normal
living ervironment, (2) regulations were confusing and they
did not understand the requirements, or (3} overhead costs. of
operating a facility with less than 16 persons that would
meet all the regquiremcnts would be too high.

HEW regulations define an ICF es a facilitv providing
health-related services on a regular basis to perscns who;
because of their physical or mental condition, regquire
services above the level of room and board, but below the
level of care and treatment hospitals or SKNFs can provide
The regulations further provide that TCF services may incluéde
services in public institutions for the retarded if, among
other factors, the primary pvrpose of the institution is to
provide health or rehabilitative services to the retarded
that meet standards prescribed by the Secrevary.

We did not evaluate in detail the impact HEW's ICF
regulations had on the establishment or use of sm .1,
community~based ICFs as an alternative to large, rublic in-
stitutional or nursing home care. However, the MSA Commis-
sioner stated that (1) Medicaid was a "medical assistance”
program, (2) the requirements for the small ICFs should be
medically oriented, and (3) those persons who do not need
"medical®™ care or supervision should not be covered under
the program. Thus, he believed that the requlatory require-
ments were not too stringent or too mediczlly oriented.

A Developmenrtal Disabilities Office cfficial informed us
that she agreed with the States' contentions concerning the

1/subsequently, we noted that Maryland had 1 ICF for the
retarded with less than 15 beds.
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regqulations' complexity and ¢ould understand how they could
be confused about the roguirements. She believed that if
State officials fully understood the regquirements, thev
wight not have been so reluctant to develop ICFs of 15 beds
or less for the retarded. She aiS0 agreed that HEW needed
to clarify the requirements for the States. The Special
Assistant to the Secretary for Long-Term Care also agreed
that the regulations pertaining to ICFs of 15 beds or less
are confusing and need to be clarified. .

Home health care

In July 1974 we reported to the Congress on problems
associated with the use of home health care benefits under
Medicare and Medicaid as alternatives to institutional care. 1/
In general, home health care was net an effective alternative
to institutional care because of low reimbursement rates,
program restrictions, limited usage, ambiguities in regula-
tions, anu other reasons. A dotailed assessment of hone
health care benefits under Madicaid and Meldicare was not
included in this review. However, we dc discuss the impact
of home health care benefits on the mentally disabled.

Home health care services under Medicare and Medicaid
appear to be more oriented toward persons with physical
impairments than mental illness or retardation. Some States
were applying eligibility eoriteria under the Medicare program
to persons in the Medicaid program. Under Medicare, home
health services are limited to persons confined to their
homes and aeeding skilled nursing care, or physical or speech
therapy, on a part-time or interamittent basis. Inasmuch as
mentally disabled persons without physical impairments would
not necessarily be confined to their homes, they would not be
entitled to hume health servicoes in those States which
applied Medicare criteria under theilr Medicaid programs.

In August 1975 HEW published proposed regqulations for
home health services under Medicaid to remove certain
restrictions and ambiguities which had preventad full
realization of the bencfits of home health services. The
proposed regulations would reguire States to make nursing and
home health aide services and wnedical supplies and equipment .
available under Medicaid and would allow them to cover speech
therapy as optional homa health services. As of September
1976, final requlations had not been published.

1/vHome Health “are Benefits Under Medicare and Medicaid,"”
2-164031(3)}, July 9, 1974,
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PROBLEMS WITH SNF AND ICF PLACEMENTS

BEW's regulations provide that ICFs can accept only
those persons whose needs they can meet cither directly or
in ccoperation with community resources or other providers
of . are. 1In addition to rehabilitative nursing services,
HEW s regulations require SNFs to prov.de, or arrange for,
specialized rehabilitative services as nceded by their
patients to improve and maintain functioning. In August
1974 MSA distributed a memorandum to State Medicaid agencies
and to HEW regional offices concerning the placement of
retarded persons in ICFs and SNFs,

This memorandum stated that:

--Some States were beginning to transfer residents of
State institutions for retarded persens tc ICFs which
primarily serve the elderly.

-=Mentally retarded persons must be carefully evaluated
before being admitted to an ICF, an® placement of a
mentally retarded person in an ICF geared to provide
care primarily for the aged will nearly always violate
regulations, jeopardizing the facility's cecrtifica-~
tion.

--The importance of carefully examining the placement
of the mentally retarded in ICFs should be communi-
cated to State survey agencies and proper implementa-
tion of requirements for an onsite inspection by an
independent review team at least annually should
assure that a person's health and rehabilita*tion needs
can b2 adequately met by the ICF.

--Mentally retarded persons have sonmgtimes been placed
in SNFs where their special needs, other than for
nursing services, were overlooked.

As illustrated in chapter 2, many mentally disabled per-
sons have been placed in substandard SNFs or ICFs or without
provision for needed services. Although HEW cautioned the
States about this practice, it had not systematically moni-
tored or enforced its requirements relating to the placement
of mentally disabled persons in SNFs and ICFs.

Taking beds needed
by others

Placing large numbers of formerly institutionalized
mentally disabled persons in nursing homes precludes other
persons needing care in such facilities from being admitted.
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For example, in Massachusetts we noted that physically ill

persons have had to remain hospitalized longer than necessary

because beds in nursing homes were not available. Thus, '
greater amounts of Medicaid funds have been expended than

would otlierwise be necessary had the persons been placed in

such facilities sooner.

The nursing home ombudsman in Oreqon told us that a
similar problem existed there. She said there was a shortage
of nursing home beds and that many mentaliy disabled persons
had been placed in facilities which were not equipped to
handle their special needs. As a result, other persons
needing care in such facilities could not get in.

Potential violation of
Medicaid restrictions

We 4id not make a detailed assessment of the require-
ments “or such placements. However, we found that some
mentally ill persons under 65 had been placed in ICFs or
SNF's in which more than 50 percent of the patients or resi-
dents were mentally ill., Federal Medicaid funds may have i
been improperly claimed for some of these persons. i

Federal legislation and HEW's regulations prohibit use
of Federal Medicaid funds for any person under 65 in an
institution for mental diseases, except for those persons
under 21 in accredited psychiatric facilities. HEW regula-
tions define an institution for mental diseases as a facility
which is "primarily" engaged in providing diagnosis. treat-
ment, or care of persons with mental diseases, including
medical attention, nursing care, and related services. MSA
has defined institutions "primarily" providing care for
persons with mental diseases as those which (1) are so
licensed, (2) advertise as such, or (3) have more than 50
percent of their residents or patients with mental diseases.
MSA has also stated that, in some cases, facilities with less
than 50 percent of their patients mentally ill could be
considered institutions for mental diseases.

Sixty percent of the residents of 1 ICF we visited in
Maryland were diagnosed as mentally ill and 59 of these .
mentally ill residents were under 65. The facility may
therefore not have been entitled to Federal Medicaid
reimbursements for the residents under 65.

Some NIMH officials believe that the statutory prohibi-
tion against using Federal Medicaid funds for persons under
65 in SNFs and ICFs which meet the “fefinition of an institu-
tion for mental disease hinders deinstitutionalization.
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They believe that limiting the number of mentally ill persons
that can reside in SNFs and ICFs hinders the facilities!
development of appropriate programs for such persons.

Ar HEW study in one State in February 1375 found that
the Stace had licensed a special category of SNFs solely for
the mentally ill. The HEW team visited three such facilities
and found that many of the patients were under 65. At 1
facility, for example, the team found that there were 76
patients between the ages of 18 and 91, with an average age
of 30. Almost all of the patients were Medicaid recipients.

by REW
=

placements

HEW was generally not making concerted efforts in the
five regions we reviewed to identify the inappropriate place-
ment of mentally disabled in SNFs or ICFs. »MSA and OLTC
officials told us that mental health had not been a priority
under Medicaid because of lack of staff, other priorities,
and insufficient training in the mental health area. ‘The
Director, OLTC, said she believed thet more monitoring and
enforcement efforts were needed by HEW in the mental health
area but the regional office staffs generally did not have
sufficient training to do this. She said that training funds
had been reguested from MSA but that they were not available.

We also met with MSA staff and the MSA Commissicner to
discuss the placement of mentally ill persons under 65 in
SNFs and ICFs that had more than 50 percent mentally 111
patients or residents. An MSA staff member told us that this
situation apparently existed in several States. The MSA
Commissioner stated that this problem had not been examined
because staff was not available.

In November 1975 MSA instructed the iEW regional offices
to make a preliminary assessment of the problem. The
irstruction stated that it had come to MSA's attention,
through recent regional office findings and a GAO review,
that Federal Medicaid funds may have been improperly claimed
for persons under 65 in institutions (SNFs and ICFs) for
mantal diseases. The instruction stated that, to the extent
that this had been or was being done, there was a serious
potential for sizable audit exceptiorcs. It further stated
that, in some instances, facilities may be "primarily"
concerned with mentally ill persons because they concentrate
en managing patients with behavior or functional disorders
and are used largely as an alternative care facility for
mental hospitals, even if less than 50 perceat of the patients
or residents are mentally 1ll.
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IMPROVEMENTS NEEDED IN
RELEASE PLANNING, RFTERRAL,
AND FOLLOWUP

Many persons have been released from State wmental
hospitals and institutions for the rrtarded without (1)
adequate plans, (2} provisions for needed followup services,
{3} assurances that prescribed services were obtained, and
(4) clear identification of responsibility for care or
follawgp in the community. HEW regulations reguire release
plans for each patient or resident of mental hospitals and
institutions for the retarded participating in Madicaid and
Medicare. The Joint Commission on Accreditation of Hospitals
standards for mental hospitals and institutions for
the retarded alse require release plans. Release plans must
generaliy include provision for appropriate services, protec-
tive supervision, and followup in the community.

HEW needs te (1) strengthen, clarify, and make more
consistent its release-planning reguirements and (2) make
more concerted efforts to monitor, evaluate, ané enforce.
compliance with such requirements. Also, HEW should help
the States develop and implement {l) systematic release
planning, referral, and followup procedures for parsons
being released from institutions and (2) effective coordina-
tion among federally supported programs to insure smooth
transitions from institutions to the community and adequate
followup. Although Medicaid does not cover the cost of
caring for all persons served by mental hospitais and
institutions for the retarded, we believe that these actions
would induce the States to improve release planning, refer-
ral, and followup procedures for all persons being placed
in the community.

Specific needs of persons
being released not identified

Release plans were usually prepared but they were not
comprehensive. However, there were persons who were released
from wantal hospitals or institutions for the retarded with-
out any release plan. Some examples follow.

Massachusetts

In Massachusetts, the Departments of Mental Health and
Publie Welfare entered into an greement under which the
former would prepare pluns for persons to be released from
public instituticns. These plans were to identify each
person's comprehensive needs in the community. Despite
this agreement, the comprehensive needs of persons being
released from the State mental hospital we visited were
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not identified in the release plans. Hospital officials teold
us that they did not identify patients' comprehensive needs
because, in most cases, some of the needed services were

not available. Therefore, they thought there was no point in
inciuding such information.

However, as a result, some patients vere not being
referred to the State vocational rehabilitation agency to
determine “if they were suitable candidates for such services.
For example, the hospital staff could not explain why some
of the persons in our sample had not been referred for
vocational training. One caseworker said that his patient
was a suitable candidate for such a referral.

At the State institution for the retarded, we feound that
release plans had not been prepared. Background data on the
resident, such as a brief social history and level of retar-
dation, was provided to the agency or facility to which the
person was referred. The residents' specific service needs
in the community were not identified.

Nebraska

In Nebraska written release plans usually were not
prepared at the State institutions we visited. State
Medicaid officials said they had not believed it was their
responsibility to require written release plans. However,
they said such plans woulu be required in the future.

In May 1975 an interagency committee studying problems
associated with deinstitutionalization of the retarded in
Hebrasa recommended that:

--Staff at the institutions making community placements
or at ccommunity-based programs develop a complete
programmatic need profile for each person.

--The needs prc.ile be transmitted to the appropriate
local office of mental retardation and the appropriate
staff in the welfare department.

--The institution staff, the welfave department, and the
local office of mental retardation jointly determine
that the programmed needs are available at the
suggested home or community program and that all
parties are willing and able to provide the necessary
services.
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Maryland

Staffs at the public institutions we wvisited in Maryland
were identifying some, but not all, of the needs of persons
being released. Staff and officials told us that thev
identified only those needs for which they knew community
services were available.

At the mental hospital we visited, release plans for the
patients we tracud identified only primary health-related
service needs, such as therapy and medication, and referral °*
points, such as clinics or day care centers. For instance,
social services had been recoumended for only 1 of 58 pa-
tients we traced. However, we determined that 22 of the 58
persons had either applied for or were provided social serv-
ices by the social services department in the county to which
they were released. Social services had not been identified
as a postinstitutional service need for any of the 22 pa-
tients.

Identifying the needs of persons returning to the
community would better assure that needs for which services
might be available are not overlooked and would help to
identify what facilities and services need to be developed.

Referral procedures

Procedures for referring persons being relzased from
public institutions varied considerably. Some referrals
were made by telephone, some by written notices to the
agency to which the person was being referred, and some
during release planning conferences between staff from other
agencies and the institution. The agency to which an insti-
tution referred a person was usually aware that he or she
had been referred.

The most frequent breakdown in the referral proc2ss was
in Maryland. The mental hospital we visited 4did not have a
formal procedure for referring patients to county mental
health clinics. Although a representative from a county
cliniv usually attended release planning conferences at the
mental hospital, only 8 of the 47 patients we traced who were
recommended for mental health clinic services went to the
clinics. The clinics had records on only 5 of the remaining
39 patients. Therefore, according to clinic officials, 34
of the 47 patients had not received their recommended
aftercare services.
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Followup

Information on what happened to former mental hospital
patients and residents in institutions for the retarded was
generally not available. Followup of released persons was -
generally haphazard, fragmented, or nonexistent. Without

adequate followup, States had no assurance that community -
placements were appropriate to the person's needs and that
those needs were being met satisfactorily, particularly so
that steps could be taken to avoid unrecessary readmission.

Some ©f the reasons given for the lack of followup
were:

--The large number of agencies involved in providing
services to released persons made followup difficult.

~-The responsibility for determining the type of followup
to be performed by the institution staff and the staffs
of other agencies was not clearly defined.

--Followup staff was not available at institutions and-
other agencies.

Oregon .-

Followup of former institutionalized persons in Oregon
has been limited. State institutions only followed up in
cases where mentally retarded persons had been released on a
trial-visit status. Much of the followup responsibility has
bheen placed with community agencies, but their efforts have
been limited. HNo single agency appeared to be exercising
overall responsibility for assuring that the different
agency efforts were meeting the person's needs.

ﬂ ;]

Oregon Mental Health Division officisls said they
believed that local mental health clinics or cother agencies,
and not State mental hospitals, were responsible for followup.
The director of social services at the State mental hospital
we visited said that a number of the mentally ill patients
they refer to county clinics never show up.

Clinic officials in two counties said that when hospital ——
patients £zil to keep appointments, they generally try to
contact then once or twice by phone or mail to reschedule the
appointment. HMore intensive efforts were sometimes made for
patients whc kept initial appointments. The director of one
county mental health program told us that the county clinics
had not taken an aggressive followup role because they could
provide only limited services. The supervisor of one commun- -
ity clinic in the county noted that clinic staff rarely
had the time to make followup visits.

95

-

. -



We found that 13 of 49 persons referred to mental health
clinics were not receiving services there. Of the 13, the
clinics showed no referral record for 5; a referral record
for 3 but no followup; an inability to locate 2; and 3 who
refused services.

For the mentally retarded, the extent of followup for
persons released from the State institution we visited
depended on the type of release. The State institution was
responsible for the followup of persons placed in the com-
munity on a trial-visit status. The institution's staff said
they made periodic reviews and evaluations of each person's
progress while they were in such a status. We were told
that in two counties, the institution's normal followup
procedure was supplemented by weekly meetings at group homes,
activity centers, and workshops. Representatives from the
institutior and the public welfare and vocational rehabilita-
tion agencies participated in these meetings.

Followup for retarded persons discharged directly from
State institutions or after a trial visit in the community
was not so systematic. The Mental Health Division, however,
had placed service coordinators in the community to provide
followup on mentally retarded persons discharged from State
institutions and was increasing the number of such coordina-
tors. OQur visits to three countiess, however, showed that
they had been unable to provide followup services to many
retarded persons who had been discharged in their counties.

One county service coordinator said that she did not
have the time and was not kept informed about who had been
discharged to her county. A service coordinator in another
county said she had a list of 218 persons discharged from
the institution and placed in her county, but she didn't
know what happened to them because she only had time to
followup problem cases that came to her attention.

Other agencies, such as public welfare, vocational
rehabilitation, and employment, were also providing only
limited followup. For example, Oregon's Employment Division
staff said they were responsible for followup for 30 to 45
days after they placed a person into a job, but this was not
long enough. They believed that longer followup by mental
health personnel was needed and could greatly increase the
chances for employment success but that such followup was
infrequent.

Michigan

The extent of followup of mentally disabled persons
released from State institutions varied considerably.
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In Detreit, persons placed in homes operated under contract
with the Department of Mental Health were visited periodi-
cally. However, manry persons placed ir homes supervised by
the Department of Soclal Services wer> not. The difference
was attributable to the size of the agency workers' case-
loads. .

Caseworkers responsible for persons placed in homes
operated under contract with the Department of Mental Health
had relatively small caseloads, usually 25 to 35 clients.
However, the average caseload for each Department of Social
Services caseworker was about 200 for acdult foster homes and
1,400 for nursing honmes.

Kentally retarded persons we traced who were released
to the Hacowmb-Oakland Regional Center were receiving periodic
followup. The Center developed a system to assure the
continued development of its clients. Each social worker was
responsible for 25 to 50 clients, depending on the type of
home the client was in.

Need for clarifving and
strengthening regulations

Adeguate release plans and followup are important teo
make sure that (1) needs are identified and arranged for, (2)
roles and responsibilities are clearly identified, and (3)
community facilities and services continue to f£ill people's
needs. In addition, release plans specifving the needs of
persons in the community would help to determine which
facilities and services need to be developed. A comparison
of the needs identified in such plans with available
facilities and services would also help determine the need
for and desirability and feasibility of community placement.
(See ch. 7.}

Medicaid regulations for release planning and followup
vary by type of facility. Because mental hospitals serving
persons 65 or older must meet Medicare standards to partici-
pate in Kedicaid, release planning and followup reguirements
under Medicare alsc apply to mental hospitals participating
in Medicaid. In addition, JCAH standards are applicable to
mental hospitals under Medicare and Medicaid. We reviewed
program regulations, guidelines,’ instructions, and scandards
to determine the extent to which they identified the specific
release-planning and followup requirements for mental
hospitals, institutions for the retarded, and SNFs under
Medicaid and Medicare. (See app. I1.) We also reviewed
individual service plan regquirements of several other HEW
programs. (See app. IIX.) .
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_Some of our cbservations follow.

--Regulations and standards for mental hospitals and
institutions for the retarded do not ssecify (1) that
relecase plans identify the needs persons will have in
the community, {(2) what constitutes acceptable followup
arrangements, or (3} who willi be responsible for imple-
mentation and followup.

~--Regulations for SNFs contain more specific reguire-
ments for release planning than the regulations for
mental hospitals and institutions for the retarded.

--Medicaid guidelines for mental hospitals and institu-
tions for the retarded contain additional information
on discharge planning and followup, but are not as
specific as those for SNFs.

--Instructions to surveyors and reviewers of mental
hospitals and institutions for the retarded do not
sufficiently specify what aspects of release plans and
followup should be reviewed. Surveyors and reviewers
of SxFs, however, have more specific instructions. A
training manual for surveyors of institutions for the
retarded specify detailed requirements Zor release
planning and followup, but as indicated on page 100,
apparently cannot be enforced because the regulations
are not specific enough.

--Reguirements for individual program plans and followup
for some other programs specify steps which, if
adopted for ¥edicare and Medicaid, would appear to
help resolve some of the problems we icentified. For
example, individual plans under the Developmental
Disabilities and Education for the Handicapped pro-
grams must specify who is responsible for implemen-
tation.

Because of the differences in discharge-planning and
followup requirements and the need for clarifying program
regulations for mental hospitals and institutions for the
retarded as to what constitutes acceptable reiease plans and
followup arranger=nts, we contacted several HEW officials and
program staff and reviewed release-planning standards imposed
on States by Federal courts.

HEW officials we contacted in OLTC, MSA, the Health
Resources Administration, the Bureau of Quality Assurance,
NIMH, and DDO stated that discharge plans should identify all
of the specific needs of persons being released from mental
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hospitals and institutions for the retarded. Some of their
statements are shown below.

Agency

MSA-Division of
Policy and Standards

Bureau of Quality
Assurance-Division
of Provider Standards
and Certifiication

NIMH-Division of
Mental Health Service
Programs

State surveyors and HEW personnel
monitoring the compliance of mental
hospitals and institutions for the
retarded would have to use their
judgment in determining whether
discharge plans meet regulatory
requirements, since the regulations
do not specify their content. It
was intended that postinstitution-
alization plans identify all the
person'’s needs in the community,
regardless of the availability of
services.

The key to successful release is
proper plarnning. Discharge plans
should identify all services a
person will need to remain in the
community and should be based on
the same type of interdisciplinary
evaluation required on admission

to a mental hospital or institution
for the retarded. HEW's regulations
should more specifically identify
the elements of an acceptable
discharge plan.

Research and experience point to the
necessity for a comprehensive
individualized assessment of the
service needs of all patients before
discharge in order to develop a plan
for appropriate supportive and/or
rehabilitative services to maintain
community adjustment. The assess-
ment should consider health, mental
health, social and vocational
functioning, and living arrangements
and should identify services needed
to enable clients to reach and
maintain an optimal level of com~
munity functioning.
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The key to successful placement
iies in the followup care in the
community following discharge.
Competent monitoring by informed
and dedicated staif is about the
only way that comnunity placcirent
succeeds. Simply referring clients
from one agency to another without
being sure that the necessary help
is actually provided is not enough.

A Bureau of Quality Assurance training manuzal for
surveyors evaluating institutions for the mentally retarded
for participation under Medicaid states:

"When the resident is to leave the facility, his record
must describe the plans that have been made for
providing all necessary services, including protective
supervision uand other follow-up services, in his new
environment. The purpose of the post-institutional
plan is to provide for an orderly transition from one
living arrangement to another which continues to meet
the needs of the individual and for which he has been
properly prepared. While the facility may not have
the responsibility to furnish the follow-up services,
it does have the responsibility to arrange the conti-
nuity of services. It is not acceptable to discharge
a resident with no place to live or no contacts in the
community. If the resident is transferred to another
facility, the discharge summary must state the needs
of the resident at the time of discharge, and the
capacity of the receiving facility to meet those needs
must be documented."

However, a Bureau official said the surveyor's job is to
determine that discharge plans are prepared, not necessarily
to evaluate their adequacy. Thus, if a discharge plan
identified one needed service, the surveyor would procbably
accept the plan. Without more specific requirements on the
content of discharge plans and iesponsibilities for aftercare
and followup, it would be hard to hold State surveyors
accountable for enforcing continuity for care requirements.
He believed that HEW's regulatlons should specify the content
of discharge plans.

Standards imposed by the courts also included regquire-
ments for release planning. For example, in several cases,
the court required a comprehensive assessment of each
person's needs, including appropriate residential placement,
a specific plan to meet those-needs, and identification of
the parties responsible for implementing the plans.
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More monitoring evaluation, ana

"enforcement of discharge jplanning

and foliowup requiremert: needed

Within YEW regional offices, several organizations are
responsible for monitoring, evaluating, and enforcing dis-
charge planning and followup requirements for mental hospitals
and institutions for the mentally retarded. The organiza-
tions incIudes MSA, the Offices of Long Term Care Standards
Enforcsment, BHI, and Special Initiatives Units in SRS.

However, HEW regional offices have generally not
systematically evaluated the adequacy and appropriateness of
discharge planning and followup for persons being released
from mental hospitals and institutions for the retarded.

Nor had they determined whether the interagency agreemerts
required under Medicaid had been effectively implementad.

The reasons given for this lack of emphasis included
staff shortages, lack of a mandate from HEW headquarters
offices, and a low prior.ty on mental health. For example:

--The Commissioner, MSA, said that mental health has had
low priority in the Medicaid program in relation to
other aspects of the program and that staffing short-
ages precluded MSA from devoting much eifort to the
mental health area. Furthermore, he stated that MSA
has relied on BHI to monitor, evaluate, and enforce
mental hospital compliance with standards. (See
p. 119.)

--The acting director, Division of Utilization Control,
MSA, told us that he had not issued instructions or
guidance to HEW regional offices to make sure that HEW
validation surveys of utilization controls determine
whether the plan ¢f care included a discharge plan or
that discharge plans me!t reguliatory requirements.

He said that the 1974 HFW validation surveys addressed
only whether there was a plan of care and whether it
was updated as required. 1/

--The acting associate director, OLTC, said that no
specific instructions were issued to regional Offices
of Long Term Care Standards Enforcement on evaluating
discharge plans at institutions for the retarded to
make sure they were appropriate to the individual‘’s
needs. OLTC officials said that more emphasis was

l/’I‘he 1974 validation surveys were the most recent that had
been done at the time of our review.
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needed on discharge planning and followup requirements
in HEW valiation reviews and that they would consider
what addit . wal effcrts HEW could take.

felation of Medic . i
vequirvements to tuuse
2f other proaorams

Qther HEW prograns alsp have requirements for indivigual
sexrvice pilans, followup, identification of responsibilities,
and interavoacy coopwration that affect deinstitutionalica-
tion and relato to Medicaid release planning and continuity
of care requiremonts. (See app. III.)} These other programs
are important to deinstitutionalization because mentally
disabled persons beina placed in the community may be receiv-
ing assistance from one or more of these programs in addition
to or rather than Medicaid. Compliance with the requirements
of these cther programs is important if the objactives of
various Medicald requirements are to be achieved.

For examplw2, persons between 21 and 65 being released
from mental hospitals would not have been eligible for
Medicaid as inpatients but have or may have received assist-
ance in returning to the community under the social services,
S8I, or vocat:ional rehabilitation preograms. Therefore,
the reguirements of the Medicaid program as well as these
other programs for individuzl service plans, followup serv-
1ces, and interagency cooperation and coordination must be
viewed together.

Responsibility for cverall planning, protective super-
vision, and followup services for persons being released
from mental hospitals and institutions for the retarded was
frequently aot clearly identified, understood, or accepted.
The importance of the interrelationship of Medicaid to the
other programs is illustrated by the following example:

--In Oreqgon several State agencies had interagency
agreements affecting mentally disabled persons being
discharged from public mental hospitals and institu-
tions for the retarded. No one agency had exercised
overall reosponsibility for insuring that the person's
needs were identified or addressed and for coordinat-
ing or overseeing the care of such persons. The
following State agencies, all of which received
Federal funds, had responsibilities relating to
deinstitutionalization: Public Welfare, Vocational
Rehabilitation, Children's Services, Mental Health,
Health, Educaticon, and Employment.
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seweme 0 < IMPLICATIONS OF

ICF STANDARDS

HEW regulations published in January 1974 contained two
sets of standards for institutions for the mentally revarded
participating in the ICF program. ©One set of standards was
considered interim and had to be met by March 1975. The
second set was more stringent and must be met by March 1977.
To participate in Medicaid, institutions not in compliance
with the more stringent standards as of March 1974 were
required to develop and implement plans for meeting then.

Many facilities do not
meet standards

According to OLTC, as of June 1976 only about 68 of 197
State institutions for the retarded whose status was ceviewed
were expected to fully comply with the regulations to be met
by March 1977; 54 facilities, however, were expected to comply
with 80 percent of the requirements. 1In the 5 States we re-
viewed, 12 of 17 facilities, or about 71 percent, wer=2 not
expected to fully comply with the reguirements.

Furthermore, as of January 1976 JCAH had made onsite
surveys at 63 public residential facilities for the mentally
retarded. It had made decisions for 61 of these facilities
and had accredited only 9%, or 15 percent. JCAH standards
for residential facilities for the retarded are similar to
HEW's standards. Many of the problems related to the
facilities' physical deficienrcies and the lack of individu-
alized programing for the residents.

Because many public institutions for the retarded are
0id and understaffed, it has been estimated that it would be
very costly to bring them into compliance with Medicaid
standards. For example, a 1975 survey conducted by Texas
showed that 25 States estimated that it would cost a total
of about $500 million to bring their institutions for the
retarded into compliance. Fifteen States indicated that
their estimates were supported by cost studies; the
remaining States did noc¢ indicate how their estimates were
determined. Although neither we nor HEW has validated these
cost estimates, HEW officials believe they are overstated
because of possible overestimates of the necessary improve-
ments.

The need for improving facilities and expanding services
at public institutions when the need for facilities and
services in communities is also great has naticnal policy
implications which should be explored. Many superintendents
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of the Nation's public institutions for the retarded believe
that more than half of toth their residents and those on
waiting lists could be treated in the community if appropriate
facilitiec and services existed. At least five Federal laws
enacted since 1974 and several recent Federal court orders or
settlements mandate or provide for the care of the mentally
disabled in the least restrictive envirconment appropriate to
their needs. The Federal Governmesnt is paying a substantial
porticn of the costs for the care of the retarded in public
institutions. During fiscal year 1975, for example, HEW
estimated *hat it spent $210 million for the care of persons
in institutions for the retarded urder Medicaid and estimates
that it spent $245 miliion in 1976.

The expenditure of substantial funds to bring these
facilities into compliance with HEW standards may adversely
affect the States' ability to provide community-based
services. A case in point is Nebraska. 1In 1975 a court
settlement was made in Nebraska under which the State was to
establish and implement a goal of reducing its retarded
institutional population from about 1,070 to 250 within 3
years. Thus, Nebraska must simultaneously (1) improve its
institution for the retarded to meet HEW's standards by
March 13877 or lose Medicaid eligibility. (2) develop addi-
tional community resources to enable it tc¢ reduce its
institutional ropulation by more than 76 percent, and (3)
identify and provide services to retarded persons previously
placed in the community who are not receiving needed
services.

Because of the need for improvements in both institu-
ticnal and community care, the Federal Governm:nt will have
to determine the most cost-effective and beneficial use of
its resources. To do this, the following types of factors
must be considered:

--What is the least restrictive environment and what
services in that environment are appropriate to the
needs of persons currently in institutions for the
retarded (and in nursing homes)?

-=-What criteria are to be used to determine the least
restrictive envircnment appropriate to a person's
needs?

--What improvements will be needed in institutions for
the retarded to properly care for all of the current
res:dents, only those residents who would need to be
there if appropriate facilities and services existed
in communities, and those expected to need institu-
tional care in the future?
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--What additicnal community facilities and services will
be neecded to enable retarded persons to be placed and
appropriately served there?

--How much and what Federal resources should be used to
help the States improve their institutions and
community facilities and services and what changes
are necedad in Federal programs to encourage tlre
appropriate placement of persons?

--What steps can be teken to avoid the possible premature
release of persons from institutions for the retarded
so that they will comply with HEW staffing or other
stangdards by March 19772
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BETTER USE OF

UTILIZATION CONTROLS COULD ASSIST IN

DEINSTITUTIONALIZATION

Public institutions are caring for mentally disabled
persons who den't need to be there; other persons have been
placed in skilled nursing or intermediate care facilities
without provision for neceded services. The Social Security
Act (42 U.S.C. 1396) requires States to have utilization
control programs to preclude, identify, and correct such con-
ditions and requires HEW to conduct onsite surveys to vali-
date the programs' effectiveness. 1/ Aalthough HEW's 1974
validation surveys identified many deficiencies in State
utilization control programs, the number, scope, and nature
of such surveys were not adequate to evaluate these programs'
accomplishments with regard to the mentally disabled. HEW
and the States can more effectively use such control pro-
grams to help implement and evaluate deinstitutionalization.

More effective utilization controls alone, however, will
not necessarily result in more appropriate placements or
higher quality services for the mentally disabled. Federal
State, and local agencies will have to intensify efforts to
develop community-based alternatives if the intended bene-
fits of utilization controls are to be achieved.

WHAT ARE UTILIZATION
CONTROLS?

Federal legislation reguires that States control the
utilization of services by Medigaid recipients in mental hos-
pitals, skilled nursing facilities, and intermediate care
facilities, incVuding institutions for the mentally retarded.
Federal Medica.u reimbursements for persons in facilities
more than the specified ‘number of days may be decreased by
one-third in States with ineffective control programs., 2/

1/

=’Utilization controls must be established for all Medicaid
recipients in these types of facilities, not only the
mentally disabled.

2/

=’ The reduction would apply for persons in SNFs and ICFs more
than 60 days or in mental hospitals more than 50 days dur-
ing a fiscal year.
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State utilization control programs zre required to in-
clude:

--8 physician's certification of each person's need for
admission and recertification for continued stay at

least every 60 days (90 days for mental hospital pa-
tients).

-~A plan of care for each patient or resident, estab-
lished and periocdically reviewed by a physician.

--~A continuous review program whereby each person's
admission to and continued stay in an institution
are reviewed and evaluated by professionals not
directly responsible for the person‘®s care.

-~Independent medical or professional reviews for per-
sons in mental hospivals, skilled wursing facilities,
and intermediate care facilities.

Utilization reviews are required in mental hospitals,
SNFs, and ICFs, including institutions for the retarded.
Independent medical reviews have been required in mental
hospitals ané SNFs since July 196%. Independent profes-
sional reviews have been rzguired in ICFs since January
1972, Effective July 1, 1973, the Social Security Act was
amended to strengthen the utilization control reguirements
and to require a reduction in Medicaid reimbursemen's when
States did not have effective utilizaticon control programs.
The amendments required HEW to validate the effectiveness of
these programs.

Although there are differences in the review processes,
they were established essentially to determine the (1) ne-
cessity for each person's admiszsion to the facility, (2)
adeguacy of the services available to meet the needs of
the patients or residents, (3) adegquacy, appropriateness,
and quality of services being rendered to each person, (4)
necessity and desirability of continued placement in the

facility, and (5) feasibility of meeting needs through al-
ternative services.
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WHY ARE UTILIZATION CONTROLS

IMPORTANT

TO DEINSTITUTIONALIZATION?

Utilization controls are important to deinstituticnal-
ization of the mentally disabled because:

--They require a comprehensive plan of care--including
a discharge plan--for each person. These plans
must be reviewed by independent evaluators. .

-=-They require reviews, including independent evalua-
tions, of (1) the need for placement in a mental
hospital, 8NF, and ICF, including institutions for
the retarded (2) the adequacy of services to meet
each patient's or resident's needs, and (3) the
feasibility of meeting needs through alternative
facilities or services.

--State Medicaid agencies are required to take appro-
priate action on the reports and recommendations of
independent review teams.

--If effective, they can provide information useful to
planners and other officials responsible for develop-
ing alternatives to institutional care or fer pro-
viding services to the mentally disabled.

UTILIZATION CONTROLS ARE NOT

ACHIEVING

INTENDED RESULTS

The extent to which utilization controls were effective--

improving
varied by
effective
have been
partially

the quality of care and appropriate placements—-—
State. Utilization controls had not been fully
in any of the five States we reviewed. Where they
implemented, howewver, they appear to have been
successful. .

Following are some of the reasons why utilization con-~
trols were not achieving their intended results:

-=-Utilization reviews were not made, were made improp-
erly, or did not result in correction of deficiencies
identified. )

--Independent medical and professional reviews fregquently
were not done or were done improperly. Limited
effort was being directed toward evaluating the
adequacy of services for the mentally disabled in
SNFs nd ICFs. ’
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o ==State Medicaid agencies were not always taking ap-
propriate action in response to reports and recom-
mendations of the independent review teams or had
not established effective ways to handle differences
of opinion between institutional staffs and indepen-
dent teams.

~-When the independent review teams identified inappro-
priate placements, more appropriate facilitiess and
services frequently were not available.

~-HEW's validation surveys were not devoting sufficient
emphasis to the needs of the mentally disabled,
were directed toward determining whether State util-
ization control programs had been implemented and
not what they were accomplishing, and did not de-
termine the existence or adegquacy of Jdischarge
plans as part of the individual plan of care.

Utilization reviews

In Massachusetts, 8 of 15 17Fs we visited had not con-
ducted utilization reviews. An Oregon Medicaid official
indicated that utilization reviews were not expected to
result in many changes in placement because of the lack of
alternatives. HNebraska Medicaid officials said that
utilization reviews performed by service preoviders do not
usually determine whether persons are receiving appropri-
ate services and rarely recommend changes in level of
care. In Maryland, the most recent independent review at
one State institution for the retarded found that utiliza-
tion reviews had not been done for 944 of 986 Medicaid
recipients. A 1974 naticnwide survey of 288 SNFs sponsored
by the Office cf Long Term Care showed that the utilization
review committees' recommendations went unheeded by 1 of
every 5 facilities surveyed.

Independent reviews

No independent medical reviews had been completed in
Michigan's mental hospitals until March 1975, althouu™
they had been required by HEW regulations since M=y 1§71
and by the Sccial Security Act since July 1969. 1In its
report on one State instituticon for the retarded, a re-~
view team member stated that the team’s recommendations
for level of care were not well received by the facility
and were not all accepted. The report did not indicate
the disposition of the recommendations or resolution of
the differences in opinion.
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Independent medical reviews in Maryland®’s mental hos-
pitals concluded that 59 percent of the patients reviewed
no longer needed psychiatric hospitalization. The most
recent independent review in Maryland's largest institu-
tion for the retarded showed that of 986 Medicaid recipi-
ents, 500 were not receiving needed social services and
645 did not have an individual plan of care. 1/ Also, the
review team recommended alternative placement for 184 .
residents (19 percent cf those reviewed), some to other
State facilities and some to foster homes oxr nursing care
facilities. However, neither the State Medicaid agency nor
the agency responsible for conducting tne reviews had ex- -
plored the use of commuaity alternatives for inappropriately
placed persons. The agency performing the reviews was re=-
sponsible for taking corrective action only when levels of
care were determined to be less than acceptable, and the
State Medicaid agency had taken no action because community
alternatives were known to be unavailable.

The most recent independent professional review at an
ICF in Marvland, where many of the residents were former
patients in mental hospitals or residents in institutions
for the retarded, recommended a change in level of care for
30 of 134 residents reviewed. The review team also found
that the residents were not receiving needed social and
psychiatric services.

Independent reviews in mental hospitals in Massachu-
setts found inappropriate placements, a need for improve-
ments ip che quality of care, and the absence of social
service plans and contained recommendations for alternate
placements for inappropriately placed persons. FPEawever, ap-
propriate action in response to the review team's recommen-
dations was not always taken, according to State public
health and welfare officials because:

--The State welfare agency was reluctant to cut off -
Medicaid payments to State institutions to enfcrce
compliance.

~-~The hospital superintendent who was responsible for .
the patient did not always agree with the review
team's recommendations and effective procedures
for resolving differences o>f opinion did not exist.

--Appropriate community alternatives were not avail-
able.

1/

=’ The number of Medicaid recipients was reduced to 119 in
May 1975.
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The 1974 HEW onsite validation survey of the utiliza-
tion control program in Massachusetts did not include mental
hospitals.

As of July 1975, independent professicnal reviews had
been done in only 3 of the approximately 600 ICFs in Massa-
chusetts because of insufficient staff. However, additional
staff has been hired. We were told that teams performing
independent reviews at ICFs will not include a mental health
or retardation professional despite the large number of
mentally disabled in these facilities.

In Oregon, the most recent independent professional
review of ICFs, including institutions fcr the retarded,
only covered a 25-percent sample of residents and did not

evaluate each resident as required by HEW. The review team's

report did not identify those residents who could be placed
in the community if appropriate facilities and services
were available. A recent study sponsored by Oregon's
Developmental Disabilities Council and done at the State's
largest institution for the retarded, showed that 63
percent of the residents could ke placed in the community
if appropriace facilities and services existed. HEW regu-~
lations require that (1) States document cases in which
persons not needing that level of care are placed into
ICFs because no other alternatives existed and (2) active
exploration of alternatives be initiated. Independent
review teams for SNFs and ICFs in Oregon did not include
a mental health professional.

The most recent independent review performed at
Nebraska's State institution for the mentally retarded
covered 791 Medicaid recipients. The review team recom-
mended nursing home or other community placement for 123
residents and improvements in care or programing for 120.
Of the 123 recommended for placement, 42 were subsequently
released and 16 were referred for community placement. The
remaining 65 persons were still in the institution at the
time of our review for such reasons as lack of community
alternatives, need for pre-release training, further eval-
uation by the institution's staff on the desirability of
community placement, or disagreement by institution staff
on the desirability of community placements.
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The independent reviews performed at Nebraska's ICFs
and SNFs were apparently not making certain that the mentally
disabled were properly placed or receiving needed mental
health services. A State interagency committee recognized
these problems and recormmended that the independent review
nrccess be used to identify and correct such situations for
the retarded.

The committee also recommended that records of all
retarded persons, or persons suspected of being retarded,
residing in SKFs or ICFs be evaluated annually to determine
whether (1) a recent preogrammatic review of the resident
had been performed by a mental retardation prcfessional
and (2) the person's nesds were being met. The committee
further recommended that, where appropriate, a representa-
tive of the local Office of Mental Retardation be involved
in the latter determination.

NEEDED HEW IMPROVEMENTS

HEW should (1) conduct onsite validation surveys at
more mental hospitals and institutions for the retarded,
(2) evaluate whether utilization contrels are accomplish-~-
ing intended results, (3) evaluate wh=ather discharge plans
are adequate, and (4) use mental health and mental re-
tardation professionals, possibly in cooperation with the
National Institute of Mental Health and the Developmental
Disabilities Office, to validate State independent reviews
of the adequacy of services and appropriateness of place-
ment of mentally disabled persons in ins*itutions, SNFs,
and ICFs. In addition HEW should amend its regulations
to require that States either (1) include mental health
and mental retardation professionals on independent review
teams to evaluate the adequacy of services and appropriate-
ness of placement of mentally disabled persons in SNFs and
ICFs or (2) require that independent review teams make sure
that such an evaluation was done by a mental health or
mental retardation professional, as appropriate, on a
periodic basis.

Because the lack of —~ommunity alternatives has been
a major reason why the utilization control programs have
not been fully effective, HEW should amend its requlations
to require that relevant data obtained by independent
review teams be provided to those agencies responsible for
planning, developing, and providing community-based alter-
natives. Federal agencies administering programs that can
help develop community alternatives must also take appro-
priate action to help provide suitable alternatives.
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Limited scope of HEW wvalidation

surveys

The 1972 amendments to the Social Security Act require
HEW to conduct cnsite surveys to validate that States
have effective utilization control programs. HEW's 1974
validatioh surveys were limited to determining whether
the States had implemented the controls, not whether the
controls were effective. Although HEW identified many de-
ficiencies in State utilization control programs, it did
not evaluate the extent of the controls'® effectiveness.

For example, HEW determined whether an independent re-
view was made for the perscns sampled, but did not evaluate
the review's adequacy. Therefore, HEW did not determine
whether the independent review team appropriately assessed
(1} the mentally disabled person's need for continued stay
in the facility, (2) the desirability and feasibility of
alternative placement, (3) the adeguacy of services to meet
the person's needs, and (4) whether discharge plans were
adequate. HEW regional officials responsible for conduct-
ing validation surveys said they did not determine whether
discharge plans were properly prepared.

Although many mentally disabled persons had been
released from institutioas to SNFs and ICFs, HEW did not
devote sufficient emphasis to the mentally disabled in its
validation surveys. One reason appears to be the lack of
mental health or retardation professionals on the validation
teams.

The information in chapter 2 indicates that independent
professional reviews at State institutions for the retarded
should be identirying sizable numbers of residents who are
inappropriately placed or for whom alternate placement is
desirable or feasible. The independent review results we
evaluated, however, generally did not identify large numbers
of such persons. One reason for this appears to be that
independent reviewers sometimes only identified inappro-
priate placements or the desirability or feasibility of
alternate placements when alternatives existed. Another
reason may be that reviewers use different criteria to
evaluate the appropriateness of placement.

Limited coverage of mental institutions

HEW's 1974 validation of States' utilization control
programs included 45 public and 2 private mental hospitals.
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However, mental hospitals were included in validation sur-
veys in only 19 of the 42 States, including the District of
Columbia, that covered inpatient mental hospital care in
their Medicaid programs. The validation survey reports pre-
pared by HEW's regional offices and provided to HEW head-
quarters identified only four States in which public insti-
tutions for the retarded were included. 1/

The regional office reports showed that HEW validatinn
surveys identified deficiencies in the utilization and in-
dependent medical review programs for mental hospitals in-
11 of the 19 States. Deficiencies included failure to (1)
perform utilization and independent medical reviews, (2)
perform utilization reviews for patients who were inpatients
for extended time periods, and {(3) include a psychiatrist
or a physician skilled in diagnosing and treating mental
disorders in independent medical reviews in mental hospitals.
HEW found deficiencies in utilization or independent pro-
fessional reviews in each State in which an institution for
the retarded was identified.

Gap in utilization contrel regulations

HEW's utilization control regulations do not require
that independent review teams for general SNFs or ICFs in-
clude a mental health or retardation professional to evalu-
ate the adeguacy of services, appropriateness of placement,
or desirability and feasibility of alternative placement for
the mentally disabled. State independent review teams for
SNFs and ICFs did n~t always include a mental health or re-
tardation professional despite the large number of mentally
disablied in such facilities.

An interagency committee recognized this problem in
Nebraska with respect to the retarded. The committee
recommended that a mental retardation professional partici=-
pate in the review of the adequacy of services for the re-
tarded in SNFs and ICFs.

1/

="Public institutions for the retarded may have been included
in surveys in other States but were not identified as such
in the regional office reports available at HEW head-
gquarters.
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Opportunities for better
use of independent
review results

If independent reviews were effective, program plan-
ners and others responsible for developing or providing
services to the mentally disabled in communities could
better use the review results. For example, HEW regulia-
tions require that States providing Medicaid benefits tc
persons 65 or older in mental hospitals show that they
are making satisfactory progress toward developing and
implementing comprehensive mental health programs, includ-
ing provision for the use of CMHCs, nursing homes, and
other alternatives to care in public institutions. As
previou<ly stated, HEW has not been enforcing this require-
ment, but it could require States to link the results of
independent medical reviews to their progress reports on
developing and using community alternatives.

The results of independent reviews could also be used
in administering such acts as the Community Mental Health
Centers Amendments of 1975 and Special Health Revenue
Sharing Act of 1975, the Developmentally Disabled Assist-
ance and Bill of Rights Act, and t.e Social Services Amend-
ments of 1974. &1l of these provide for the elimination
of inappropriate institutional placement.

HEW regulations require that reports containing the
observacions, conclusicns, and recommendations of inde-
pendent review teams be provided to the State HMedicaid
agency, the facility reviewed, State agencies responcible
for licensure and certification or approval of the facili-
ties for participation under Medicaid, and to other State
agencies which require such information to perform their
official functions. The regulations do not specify which
other agencies, such as the State developmentel disabili-
ties agency or CMHCs, are to receive such data.

Therefore, all zgencies whose participation is neces-
sary for the utilization control process to accompiish its
intended results are not required to be formally a part of
the process. For example, in Nebraska the office respon- .
sible for operati.lg the State's institution for tne retarded
is different from the office responsible foi developing
community programs. According to a State Medicail of-
ficial, reports of independent review teams were not pro-
vided to the latter office.

HEW should zmend its regqulations to require :hat
relevant data obtained by inderendent review teams be
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provided to those agencies responsible for planning, de-~
veloping, and providing alternative facilities and services
when such agencies are different than those responsible for
the facilities in which persons were inappropriately placed
or were not receiving needed services.

COMMENTS BY ACTING DIRECTOR,
DIVISION OF UTILIZATION CONTROL "

In Septermber 1975 the acting director of the Division
of Utilization Control, Medical Services Aédministration,

told us that:

-=0 one had contacted him concerning the relevance
of the utilization control program with regard to
deinstitutionalization of the mentally disabled.
Therefore, he had not viewed his program in rela-
tion to deinstitutionalization and had not developed
or issved guidance or instructions to the regions
on this subject.

~=More emphasis was needed on mental hospitals and
institutions for the retarded in HEW's validation
surveys and he will consider taking steps to make sure
that they are given greater coverage in the future,

-=Validation surveys should cover the effectivenesz
of utilization contrels and put more emphasis on the
mentally disabled. However, the reoiounal staffs who
conducted the surveys have other rosponsibilities
and are not mental health or retardation profes-
gionals. “herefore, this would ke difficult to
achieve. NIMH and DDO staff assistance would be
desirable, but the implicaticns of such assistance
would have to be explored.

-=Requiring that State independent review teams for
nursing homes include a mental health or retardation
professional, as appropriate, to evaluate the adequacy
of sexvices, appropriateness of placement, and
desirability and feasibility of alternate placement
for the mentally disabled wauld also be desirable.
However, this also could have a variety of implica-
tions which need t be explored, such as where these
professicnals would come froum.
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--Agencies responsible for planning, developing, and
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providing community-based services for the mentally

disabled should receive relevant data on the results
of independent reviews. BHe stated that instances

in which agencies responsible for comrmunity programs
were different from those responsible for operating

State institutions had not been considered when the

utilization control regulations were developed.
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CHAPTER 8

IMPACT OF MEDICARE

ON DETNSTITUTIONALIZATION

Because Medicare does not cover JZ2veiopmental serv-
ices, such as habilitation training for the mentally
retarded, it has more relevance to the ¢ainstitutional=-
ization of the mentally ill than the retarded. Limita-
tions on coverage of outpatient care under Medicare for
the mentally ill may be resulting in unnocessary insti-
tutionalization or inpatient hospital care. Furthermorse,
Bureau of Health Insurance monitoring ©f State agency
surveys of mental hospitals for compliance with Medicare
standards has been limited.

PROGRAM ADMINISTRATION

Medicare is the Federal health insurance program for
the aged, for persons who *“2ve been entitled to Sccial
Security Disability Insu nce for at Jeast 24 consecu-
tive months, and for certain others.

BHI, a part of the Social Security Administration,
is the principal Federal agency responsible for adminis-
tering the Medicare program, although ether Federal
agencies are responsible for certain aspects. Other
agencies include the Office of Long Term Care, the Bureau
of Quality Assurance, and the regional Qffices of long
Term Care Standards Enforcement.

State agencies' responsibilities urder Medicare
include conducting onsite surveys at mantal hospitals
and other provider facilities to determime whether they
meet standards. BHI is responsible for monitoring State
agency activities under the program, iaciuding onsite
validation surveys at provider facilities to evaluate
State agencies' procedures. -

COVERAGE_OF MENTALLY ILL

Medicare coverage of inpatient meatal hospital care
is limited to 190 days during a person's lifetime. Cov-
erage of inpatient care in psychiatric wards of general
hospitals is not subject to this limitation.
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Medicare coverage of cutpatient mental health care
is limited to half the cost or $250 annually, whichever
is less. This limitation appears contrary to the deinsti-
tutionalization objective and may be resulting in ur-
necessary hospitalization, acccrding to the National
Institute of Mental Health. The dollar limit has not been
increased since the Medicare program was enacted in 1965
despite increases in the cost of medical care.

Data obtained from the Bureau of Labor Statistics,
Department of Labor, shows that the szverage cost of a
visit to a psychiatrist's office for 1 hour of individual
psychotherapy increased 70 percent between 1965 and 1975.
According to data in "Medical Economics" obtained during
a 1975 survey of psychiatrists, the median office-visit
charge for 1 hour of individual psychotherapy was $40.
Therefore, cthe $250 available annually under Medicare for
outpatient mental health services would purchase fewer
hours of therapy in 1975 than in 1965.

LIMILED MONITORING OF MENTAL
HOSPITALS

Although the Medicare program does not purchase a
relatively significant amount of inpatient mental hospital
care, it is important in view of its relation to the
Medicaid program. Mental hospitals must meet Medicare
reguirements to receive Medicaid reimbursement for in-
patient mental hospital care for persons €5 or older.

Under Medicare, mental hospitals must be accredited
by the Joint Commission on Accreditation of Hospitals or
meet eguivalent standards, inpatients must receive active
treatment, and the hospitals must have utilization review
programs. To make sure that persons receive active treat-
ment, HEW Medicare regulations impose two special condi-
tions on mental hospitals relating to staffing 1/ and medical
records.

The regulations require that medical records for
persons receiving inpatient psychiatric services in mental
hospitals include a discharge summary. The summary is to

EIHEN requlations require mental hospitals to have staff
adequate in number and qualifications to carry out an
intensive and comprehensive. treatment program, including
professional psychiatric, medical, surgical, nurs%ng,
social work, psychological, and activities therapies.
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- e -inCclude a recapitulation of the patient's hospitalization,

recommendations from appropriate services concerning
followup or aftercare, and a brief description of the
patient's condition on discharge. HEW had not provided
guidelines or criteria on what the aftercare plans were
to contain. The preprinted report form prepared by the
Social Security Administration for surveys of psychiatric
hospitals merely provides for verification that discharge
summaries include aftercare plans. JCAH accreditation
standards for psychiatric facilities require medical
records to contain a discharge summary including recom-
mendations and arrangements feor future treatment and a
notation covering prescribed medications and followup
pPrograms.

Hental hospitals accredited by JCAH are deemed to
meet hospital standards, but are not deemed to meet the
special staffing or medical record requirements. State
agencies are responsible for surveying mental hospitals
to determine whether they meet these special requirements,
including theose relating to discharge planning.

Bacause Medical Services Administration officials
informed us that they rely on BHI monitoring of mental
nospitals under Medicare to satisfy corresponding Medicaid
requirenents, monitoring and enforcemant of mental hospital
requirewments under Medicare is especially important. How-
ever, BHl monitoring has been limited.

Comprehensive program reviews

BHI regional representatives are required to conduct
comprehznsive reviews of the effectiveness of State
agencies' activities, including the agencies' surveys and
certifications of facilities for Medicare participation.
These rveviews generally must be made every 18 months and
m 3t include oncite assessments of State agency surveys
at the facilities.

We were informed by a representative of the Division
of State Operstions, BHI, SSA headquarters, that few ncntal
hospitals had been included in BHI's evaluations of State
agency surveys. A BHI representative in Region I said
that BHI had not cvaluated State agencies' surveys and
certifications of mental hospitals because it did not have
any expertise in the mental health area.
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NIMH assistance
pregram

BHI recognized as early as 1969 that greater assurance
of mental hospital compliance with Medicare standards was
needed. At BHI's request, NIMH established a program in
June 1970 for assuring that mental hospitals participating
in Medicare meet the special vequirements for medical
records and staffing. NIMH and BHI agreed that NIMH would
hire and train consultants and provide staff to survey
mental hospitals for this purpose. The agreement also
called for NIMH to occasionally look into other reguive-
ments, such as those for utilization review. BHI reim-
burses NIMH for its costs in carrying out the agreement.
Each NIMH review team includes a psychiatrist and a psy-
chiatric nurse. A social worker is included if probleus
are anticipated in that area. Reviews are done either by
HIMH personnel, consultants, or a combination of NIMR
personnel and consultants.

Limited coverage under the
program

The number of NIMH surveys has increased since fiscal
vear 1371 as follows:

Fiscal year Hospitals States
1971 21 12
1972 38 a/lé
1973 37 b/15
1974 62 a/lé
1375 85 as2l

a/Includes the District of Columbia.
b/ Includes the District of Columbia and Puerto Rico.

NIMH expects to survey 100 mental hospitals in fiscal
year 1976. NIMH, however, usually surveys mental hospitals
only at the States' request. As of October 1975, RINH had

net surveyed any public mental hospitals in 15 States.
According to NIMH data, it had surveyed less than 100 of

121

T e ——— O . . . - —-

AR \}i hfk

\

L1y
m Y
4

{\ i k'



the 210 public mental hospitals certified under Medicare
as of April 1975. O©Of those States NIMH had surveyed, it
had not been to mental hospitals in sgven States since
fiscal year 1972 and had not been to an additional six
since fiscal year 1973. Often there were no followup
reviews to determine whether deficiencies found by NIMH
had been corrected. Therefore, NIMH and BHI frequently
did not have first-hand information on the extent to which
noncompliance items were corrected. NIMH and BHI have
recognized this prcoblem and are exploring ways to resclve
it. .

According to a BRI representative, BHI has been trying
to encourage more States to request reviews by NIMH or its
consultants, but has met with State resistance. BHI head-
guarters has also been trying to encourage its regicnal
offices to include more mental hospitals in comprehensive
program reviews when States refuse to request an NIMH
review. According to the BHI representative, BHI has been
able to get some regional offices to include mental hospi-
tals in comprehensive program reviews, but more coverage
is needed. The representative also said that more emphasis
had not been placed on mental hospitals by BHI because of
its lack of staff with mental health expertise and because
mental hospitals accounted for only a small portion of
the Medicare program.

More emphasis on
discharge planning needed

NIMH personnel told us that, although its reviewers
determine whether discharge summaries and aftercare plans
are prepared, usually they do not evalvate the adequacy
of the summaries and plans in relation to the perscns®
needs but orly determine whether a referral was documented.
Two NIMH review team members told us that most of the
discharge summaries and aftercare plans they had reviewed
did not contain much detail on the aftercare secrvices
needed.

NIMH plans to study discharge planning in its surveys
of mental hospitals during fiscal year 1976. BHI has also
requested NIMH assistance in developing more specific
regulatory requirements for patient treatment plans,
including discharge plans.
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More emphasis on followup

-~ . 0of released patients needed

The survey report form used for psychiatric hospitals
under the IMH-BHI agreement dcoes not provide for an
assessment of followup for released persons. A BHI
senior analyst told us that BHI has been concernad with
the care of persons in the facility and not <«th what
happens to them after their release. He saia that BHI
has made no special effort to monitor followup treatment
of persons released from mental hospitals under Medicare.

SSA comments

SSA informed us that its enforcement of psvchiatric
health and safety regquirements has resulted in the terwmina-
tien of several large State psychiatric hospitals from the
Medicare program and the improved delivery of psychiatric
care through increazsed staffing and structural improvements
at State mental hospitals. SSA also said that it has pro-
posed to fund NIKH sufficiently to perform all State mental
hospital surveys, but NIMH was unable to comply hecause of
insufficient consultant personnel. SSA caid that the use’
of NIMH personnel to perform mental hospital surveys will be
expanded each year.

SSA also said that in October 19276 it initiated an ex-
periment in one State in which the $250 limit on mental
health ocutpatient care was increased to $40G.
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CHAPTER 9

SUPPLEMENTAL SECURITY INCOME PPOGRAM

HAS BOTH HELPED AND HINDERED

DEINSTITUTIONALIZATION

The Supplemental Security Income program has provided
income support funds to help many mentally disabled persons
10 return to the community from institutions. However, soze
program aspects have hindered or could hinder deinsti-
tutionalization. SS8I recipients have been released from
institutions and placed in subs‘.andard facilities or were
not provided services. In addition, some aspects of the
proaram may have inadvertantly resulted in continued institu-
tional care or unnecessary placement in intermediate care
facilities as a result of eligibility reaquireiments; restric-
tions and limitations under SS8I; or, from the States' per-
spective, the relationship of the financial incentives under
SSI to Medicaig.

HECOW THE PROGRAM OPERATES

The SSI program, adninistered by the Social Security
Admirnistration's Office of Program Operations, went into ef-
fect in January 1974. The program is to make sure that aged,
blind, and disabled persons have at least a minimum income to
help them be as independent as possible. Although the SSI
program is not specifically for deinstitutionalization of
the mentally disabled, this objective fits into the
programn's overall objectives. The income available to
mentally disabled persons under the program helps make it
possible for them to be released from institutions. Since the
fall of 1974 SSA has allowed persons in institutions to ap-
ply for SSI before their release.

During fiscal year 1975, individuals could receive
as much as $146 monthly from SSI. In July 1975 this
figure was raised to $157.70, and in July 1976 it increased
to §167.80. Many States supplement SSI payments to individ-
uals.

Eligibility for SSI is based on age, blindness or
disability, and income and resources. To provide work
incentives, SSI regulations allow recipients to earn some
income without having their SSI payments reduced. If
income is above a certain level, SSI benefits are reduced
depending on the amount of income. Department of Health,

124



[~

Education, and Welfare regulations allow disabled persons

pursuing a self-support goal under an approved plan to

exclude certain income and resources--needed to fulfill -
the plan--for up to 48 months so they can retain SSI

eligibility.

Coverage of mentally disabled

SSA did not have data available showing the amount -
of S8I funds provided to the mentally disabled. HEW :
estimated that $312 million in SSI funds {excluding about —
$32 million for adjudicating claims) went to the mentally -
retarded in fiscal year 19%275.

Data available on the Aid to the Permanently and
Totally Disabled program--cne of the programs that SSI
replaced-~-indicated that (1) mental illness was the primary
disabling condition for 192.1 percent of recipients of
program funds, {2} mental retardation was the primary
disabling condition for 16 percent of the recipients, and --
{3) mental illness ranked second and mental retardation
third among the primary disabling conditions of recipients.

A June 1975 report by an HEW contractor showed that ..
most of the 840 SSI recipients living in 140 domiciliary
care facilities surveyed in 7 ftates were disabled and v

that almost all the disabled persons were mentally ill or
mentally retarded. The study showed that many SSI recip-
ients had been released from mental hospitals and insti-
tutions for the retarded.

A Nebraska official estimated that the mentally
retarded in community programs in his State received
$600,000 in SSI payments annually.

SSI RECIPIENTS PLACED INTO
SUBSTANDARD FACILITIES OR
WITHOUT PROVISION FOR SERVICES

Many mentally disabled persons who have been placed
in substandard facilities or were not provided services
were receiving SSI payments. 1/ Although this problem was
more visible to us in Michigan than in the other States
reviewed, data we obtained and data gathered by others
indicate that this situation exists elsewhere.

1/This is not intended to imply that SSA caused this situa-
tion. Persons released from public institutions were not
placed in the community by SSA. —
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A June 1975 report by an HEW contractor showed that
75 percent or more of the residents in domiciliary facil-
ities in six of the seven States studied had not received
restorative services. These findings may indicate one
reason for increased readmissions at mental hospitals and
institutions for the retarded. For example, the domi-
ciliary care facilities the contracteor visited in Mas-
sachusetts had an average annual turnovar rate of 25 per-
cent, and 75 percent of those leaving entered hospitals
or long-term care facilities. Only 14 percent of the
residents in the facilities reviewed in Massachusetts were
reportedly receiving restorative services.

STRONGER CONTROLS NEEDED TO MAKE CERTAIN
THAT BETTER PLACEMENTS ARE MADE

SSI legislation and regulations require that certain
disabled SSI recipients who are alcoholics or drug ad-
dicts comply with provisions of treatment plans. 1In
addition., disabled SSI recipients are required to accept
offered vocational rehabilitiation services or treatment
services unless they have a valid reason for not dcing so.
However, the legislation and regulations did not otherwise
require SSI recipients to have treatment plans or be
provided needed services. Nor did they impose any standards
on facilities in which aged or disabled recipients are
placed. 1/

As illustrated in Michigan, the lack of such require-
ments, coupled with the lack of appropriate facilities,
has resulted in abuses. The operators of some homes have
apparently taken advantage of the benefits available under
SSI by crowding as many persons as possible into sub-
standard facilities to maximize income. For example, beds
in two homes we visited in Michigan were placed in what
would ordinarily be the living and dining rooms of the
homes. ({See p. 17.)

SSI/MEDICAID INTERFACE

A problem had developed concerning the relationship
between the Medicaid and SSI programs and its potential
substantial adverse effect on deinstitutionalization. To
prevent the payment of SSI funds to persouns who need
medical or remecial care but who are placed in substandard
facilities to avoid meeting Medicaid standards, the Con-
gress provided for reducing SSI payments under certain

1/This was changed in 1976. (See p. 132.)
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conditions. SSI benefits were to be reduced dollar for
dollar for any supplementary or other payment that States
made for any medical or other remedial care to lnpatlents

in certain facilities if the care was or could have been pro-
vided under the Medicaid program. To assist in implementirg
this provision, the Social and Rehabilitation Service

defined ICF care.

SRS regulations define ICF services as those prqv;ded
to perscns who, because of a physical or mental condltloq,
need more than room and board but less than skilled nursing
care. Therefore, the SSI payments for perscons residing in
facilities that provide services that could be covered
under Medicaid could have been reduced one dollar for each
dollar the State provided for such medical or remedial serv-
ices.

During our review, SSA proposed to accept the SRS
definition of ICF care and to therefore consider care or
services beyond room and bocard to bz care that could be
provided under State Medicaid programs. A number of States,
however, strongly cobjected that many mentally retarded
persons needed some supervision and services beyond room
and board, but not care as extensive as ICF care. The
States believed that retarded persons needing some Super-
vision and services were more appropriately placed in
group or sheltered homes than ICFs or other institutional
settings. They further believed that placing such persons
in ICFs would result in unnecessary costs. The States
also believed that placing such persons in medically
oriented ICFs would be contrary to the normzlization
principle, which provides that persons should be provided
care in as normal an environment as possible suitable to
their needs.

As a result of the States' concerns, in April 1975 the
President's Committee on Mental Retardaticn sponsored a
meeting of State, S5A, Medical Services Administration,
and Office of Long Term Care representatives and others to
clarify the issues. The meeting demonstrated that the HEW
organizations had not fully assessed the impact on deinsti-
tutionalization of SRS's definition of ICF care and SSA's
proposed action.

HEW later declared a moratorium on enforcing the $SI
reduction and established a work group to resolve the
dilemma. In June 19276, the work group decided to support
the repeal of the section of the Social Security Act that
provided for this reduction because of the difficulties of
enforcing it. The work group believed some other way
should be developed to accomplish the section's intent. The
section was repealed in October 1976. (See p. 132.)
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PRCHIBITION AGAINST PAYMENTS
TO PERSONS IN PUBLIC INSTITUTIONS

The Social Security Act prohibited paying SSI to per-
sons in public institutions unless their care was reimbursed
under Medicaid. 1/ 1In effect, this prohibited paying SSI to
persons in group or sheltered homes, halfway houses, or
hostels operated by State or local governments. This would
include halfway houses for mentally ill gersons that are
required to be included among the mandatory services that
CHMHCs receiving funding under the Community Mental Health
Centers Amendments of 1975 must provide. Forty-seven
percent of the 602 CMHCs funded as of November 19275 were
publicly sponsored.

SSA allows State and local governmental agencies to
centract with nongovernmental organizations to operate
the halfway houses or group or sheltered homes to enable
the residents to be eligible for SSI. However, the prohi-
bition seemed to conflict with the deinstitutionalization
objective of treating the mentally Jdisabled in the least
restrictive envircomment suitable to tleir needs.

This prohibition could alsc have resulted in persons be-
ing placed or retazined in places which provide lavels of care
higher than needed, but which were the only ones available
because of the lack of funding for alternatives. For
example, the Congress has authorized Federal reimburse-
ment under Medicaid for retarded persons in public institu-
tions that meet special standards under the ICF program.

In addition, many mentally disabled persons have been
placed in nursing facilities because Medicaid would cover
the costs and other alternatives did not exist. (See pp.
10 to 16.) Therefore, by authorizing Medicaid reimburse-~
ment for the care of persons in large pui Licly run insti-
tutions and in nursing homes, but not in smaller, publicly
operated community-based facilities such as group homes or
hostels under SSI, the Federal Government appeared in some
instances to be providing financial disincentives to care
in the least restrictive environments.

1

-éersons in public medical institutions whose cure is
covered under Medicaid can receive up to $25 monthly in
SSI payments. SSI regulations define an institution as
an estsblishment that provides food and shelter and treat-
ment or services to meet some need beyond food and shelter
to four or more jersons unrelated to the proprietor.
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REDUCTIONS IN SSI PAYMENTS

“AS A RESULT OF UNEARNED INCOME

Ancther aspect of the SSI program that may have rauperes
deinstitutionalizatien was the treatment of support and main-
tenance payments macde by public agencies for SST recipients
in the community as unearned income, thereby reducing the
amount of SSI payments. These reductions may have resulted
in mentally disabled persons being placed in skilled nursing
facilities or ICFs because of State atteapts to maximize
Federal funding.

Federal legislaticn permits excluding from unearned in-
come the value of certain support and maintenance of persons
in nonmedical institutions furnished by privat:=, nonpro.it,
nonmedical organizations; however, the value of such support
and maintenance provided by a government source had to be cox-
sidered as unearned income. Unearned income received by an
SSI recipient that exceeds $20 each month reduces the SSIE
payment. 1/ . ~refore, the value of support and maintenance
provided by governmental agencies reduced SSI benefits. 2/
(See p. 130.) :

The primary operator of group homes for the retarded
in Maryland w~as told by SSA that State funds, treated as
vendor payments, were considered as unearned incocme and
would therefore disqualify residents for SSI. The operator
said, if this problem were not resolvea, it could impede
the State's deinstitutionalization efforts because the State
would have to pay the full per . .em rate for residents to
the group homes without the benerfit of SSI assistan-e,

In Nebraska, county, State, and Federal program funds
were paid directly teo the community-based programs on be-
half of the client. ULocal SSA cfficials believed these
payments should not be considered unearned income bul re-
guested a decision from region VII officials.

According *o SSA, these problems in Maryland and Hebrazia
have been or were being resc -ed.

1/Except for funds to be used to accomplish a self-support
goal under an approved plan.

2/SSI payments were not reduced for governmental payments mot
earmarked fr. specific persons or earmarked for services
rather than for shelter or food.

129

.



T MR . magpe v e LW o MG Y e e R e

In November 1975, SSA proposed amending its regula-
tions to limit the amount by which SSI payments would be S
reduced as a result of unearned income received for support
and mainterance. According to these regulations, the
maximum SSI reduction for a person having no other income
and receiving support and maintenance from a governmental
source would be $75.93. However, according to a National
Association of Retarded Citizens representative, the associa-
tion believes that the $75.93 reduction would still hinder
deinstitutionalization.

FINANCIAL DISINCENTIVES

As discussed in chapter 6, because funds are available
under Medicaid for SNF and ICF care and funds are lacking
for alternative facilities and services, many mentally
disabled persons have been placed in SNFs and ICFs. Some
States supplement SSI payments because the payments are
not sufficient to cover the costs of placing and providing
services to persons in community settings. Moreover, as
S81 payments are reduced and the State payments increase,
there is mo'¢ incentive to place persons in SNFs or ICFs,
where the Federal Government will chare at least 50 percent
of the costs.

The financial incentives for SNF or ICF placement ware
greater in the 37 States that the Federal Government reim-
bursed for more chan 30 percent of their SNF and ICF costs
under Medicaid. For example, the Federal reimbursement
rates under Medicaid were 58 percent in Nebraska, 59 per=-
cent in Oregon, 81 percent in Mississippi, 76 percent in
Alabama, 70 percent in Utah, and 68 percent in Oklahoma. X/
MSA reported that the average Federal reimbursement rate
under Medicaid is about 55 perceént nationwide.

The advantage to some States of placement under Medicaid
versus SSI can be hypothetically illustrated as follows. For
the 3 months ended June 30, 13975, one State reported an
avarage monthly expenditure of about $374 for persons in
ICFs. With a Federal reimbursement rate of 68 percent
under Medicaid, the Federal Government would pay for up
to $254, leaving the State to pay $120. Therefore, the .
cost to the Federal Government of such an ICF placement :
is considerably more than the maximum it would pay under

l/Effective July 1, 1975, reimbursement rates were changed
to 78 percent in Mississippi, 74 percent in Alabama, 67
percent in Oilahoma, and 56 percent in Nebraska.
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T 7 88T ($146 until July 1975, $157.70 until July 1976, and

$167.80 thereafter). 1/ The State pays slightly less than
the maximum SSI payment. Assuming that the person was placed
in a group home not covered under Medicaid and the State pro-
vided or purchased services for the person, the State could
end up having to pay more than the $120 a month if the S$87T
payments were reduced or not allowed (1) because of the value
of support and maintenance payments counted as unearned in-
come or (2} because the person was in a publicly owned or
operated facility.

ICF placement would be further encouraged because, by
makirg such a placement, the State would not have to arrange
for various services to be provided by different organiza-
ticns. The ICF would be responsible for this.

Therefore, regardless of what specific costs SSa
counted as unearned 1ncome, as the amount of SSI was reduced,
the State's incentive to maximize Federal funding through
nursing home placement increased. Furthermore, excluding
persons from SSI eligibility because they were in such
facilities as group homes or hostels operated by govern-
mental organizations would have a similar effect. 1In
Nebraska, the counties had begun using their employees to
operate community hostels for the retarded. Regional Ssa
officials requested an interpretation from SSA headgquarters
on whether these hostels are to be considered public
institutions, thereby making the residents ineligible for

SSI. 8SA was evaluating this situation in Nebraska county
by county.

Two other problems relating to the SSI program are
discussed in our reports on the States included in our
review. -These problems are (1) Jdelays in SSI payments
which prevent persons from leaving institutions as socon as
possible and (2) a breakdown in SSA's procedures for refer-
ring SSI recipients to State social services offices.

l»’lTh-:‘ amount of Federal reimbursement for care in the
compunity for persons placed there with SSI might be
more because States may provide social services to them
for which the Federal Government will reimburse the
State for 75 percent of allowable costs.
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NZW LEGISLATION

The Housing Authorizakion Act of 1978 (P.L. 94-37%),
enacted August 3, 1976, provides that effective Octoder 1,
1876, the value ¢f housing assistance provided to persons
under certain Department ¢f Housing and Urban Developsent
programs may not De consid2red as income ©¢ a resource for
determining eligidility for, or the amount of, SSI payments.
This provision w23 enacted to preveat SSA from considering
Federal housing zassistande payments as unesrned income and
reducing SSI payments accoerdingly.

On October I3, 1976, the Unemployment Compensation
amendments of 137€ (P.L. 24-388} were enacted. This law
contains several Cranges tO the S3I prograw, many of which
are related to deinstitutionalization. For example, the
law

--excludes pudlicly eperated commnunity residences
serving 12 ot fewer residents frowm the definition
of public institutions, thereby alliowing SSI payments
te eligible persons in such facilities:

--provides that State znd locsl government subsidies to
SSI recipients would not reduce S8I benefits:

--repeals tha section of the Social Security Act that
reguires 2 reductidn in SSI payments for persons re-
siding in fsaciliities that previde services which could
be covered under XaQicaid; and

--requires the States tO establish, maintain, and insure
enforcement of standztds for any category of iastitu-
tions, foster homes, ©r group living arrangements in
which a sigxificant aumber of SSI recipients xeside or
are likelvy 0 reside, Such standards must be appro-
priate to the neads 2f the SSI recipients and the char-
acter of e facilities involved amd must include such
matters as admissi>n pelicies, safety, sanitation, and
protectiox of civiz rights. SSA rust reduce 831 if
States provide any payments for remedial or medical care
provided >v a grou® living facility that does not meet
the standzrds estadlished by the States.
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CHAPTER 10
IMPACT OF

SOCIAL SERVICES PROGRAMS

ON DEINSTITUTIONALIZATION

The social services programs have helped mentally dis--
abled persons return to and remain in communities. Many men=-
tally disabled persons, however, have been released from
institutions and placed into substandard facilities in commu-
nities or were not provided services needed to help them be
as independent as possible. More effective use of the social
services programs could help solve this problem.

HOW THE PROGRAMS OPERATED

Under titles IVA and VI of the Social Security Act, HEW
through the Public Services Administration, reinrbursed the
States for 75 pexcent of their allowable costs in providing
social services to families with dependent children and to
the aged, blind, and disabled. HEW could provide up to $2.5
billion for these services annually. Although the socisal
services programs were not established solely for deinstitu-
tionalization of the mentally disabled, they were established
to help needy persons attain or retain capability for self-
support, self-care, and reduced dependency in the community
and to remain in or return to communities. The mentally dis-
abled were armong those eligible for the social services.

Although title IVA emphasized services that would help
persons obtain employment, services included these needed to
help mentally disabled pesrsons return to communities from in-
stitutions and to prevent such persons from go.1g into insti-
tutions. Such services included day care, arranging foster
care, and protective services.

Social services under title VI were for helping the agegd,
blind, and disabled who were former, current, or potential
recipients of SSI attain or retain capability for self-suppor:
and self-care. A principal objective of the title VI program
was to enable persons to yemain in or return to their homes
or communities. Services included services in halfway houses,
arranging foster care, day care, activity centers, protective
services, and arranging for persons needing services to obtain
them.

In October 1975 a new Federal-State social services pro-
gram went into effect, replacing the programs under titles
IVA and VI. Some changes made under the new program and
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their potential impact on the mentally disabled are discussed
on page 137.

Coverage of mentally disabled

PSA estimated that the States spent $250 million in Fed-
eral social services funds in fiscal year 1975 to serve ithe
mentally retarded. A similar estimate for the mentally ill
was not available. 1In fiscal year 1975 Nebraska used about
$6.2 million, or 38.5 percent, of its Federal social services
funds to operate its community programs for the mentally re-
tarded. The $6.9 million in Federal funds accounted for about
48 percent of the State’s budget for community programs for
the retarded. 1/

During fiscal year 1975 the Michigan Department of Social
Services reported spending $15.8 million on mental health
services under titles IVA and VI. This figure represents only
those mental health services obtained from other agencies; it
does not include the total amount of social services funds ex-
pended on the mentally disabled. According to an interagency
agreement, the department of social services was to purchase
such services as release planning, assistance in making commu-
nity placements, day care, and followup services from the de-
partment of mental health to help place persons in communi-
ties.

IMPORTANCE OF PROGRAMS
TO DEINSTITUTIONALIZATION

Federally reimbursable social services to help mentally
disabled persons return from institutions to communities could
be providea at the institutions or in the community. The pro-
grams were important to deinstitutionalization because they
(1) provided funds to help place and serve persons in the
community and (2) reguired Stote to make sure that each client
had an up-to-date service plan and that foster care placements
were acceptable and were, and continued to be, appropriate to
the persons's needs.

The programs were aiso important because they could serve
persons not eligible for inpatient mental hospital services
under Medicaid or Medicare. Discharge planning requirements
under those programs do not apply to these persons, except to
the extent that the facility must meet Joint Commission on Ac-
creditation of Hospitals or equivalent standards. 1In addi-
tion, since SSI regulations did not generally require discharge

l-/'HE:W has questioned the allowability of some of the amount

claimed by the State, but the issue had nct been resolved
at the time we completed our fieldwork.
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or service plans and did not impose standards on facilities in
which persons are placed, the social services programs may
have been the only federally supported progr.m with such re-
guirements that was used to help return mentally ill persons
to the community.

NORE EFFECTIVE USE OF PROGRAME NEEDED

HEW regulations required that the needs of persons being
served under the social services programs be adequately
assessed, that plans to meet these needs be developed and
implemented, and that persons placed in the community under
the programs be placed in appreopriate facilities with pro-
vision for needed services. The requlations also regquired
that State mental health and welfare agencies in the 42
States providing inpatient mental hospital services to persons
63 or older undexr Medicaid develop alternatives to institu-
tional care.

More specifically, HEW regulations required that:

--Each person receiving services under titles IVA and
VI have a written service plan responsive to his or
her needs which was reviewed at least annually to
see that it continued to relate to the person's needs
and that it was being followed,

--When foster care arrangements were made under titles
IVA and VI, States make sure that (1) the placements
were appropriate to the needs of the person, (2) the
perscns received proper care, (3) the placement conti-
nued to be appreopriate and necessary through periodic
reviews, at least annually, and (4) the foster
homes had to be approved as meeting licensing standards
or be licensed.

—--The social services agency monitor local agencies and
service contractors to make sure that social services
funds were appropriately and effectively used.

=-In States providing inpatient mental hospital services
to persons 65 or older in mental hospitals, State
mental health agencies cooperate with State welfare
agencies to develop and imclement, for persons of all
ages, comprehensive mental health programs, including
alternatives to instituticial care. '

==-States receiving title VI funds provide social services
to enable persons, including the mentally disabled, to
remain in or to return to their homes or communities.
These services had to include (1) helping to locate
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suitable independent living arrangements or making ar-
rangements for placement in foster family or protected
care settings and {2) helping to secure additional
special arrangements or supportive services needed.

As indicated in chapter 2, these requirements were not
always applied to effectively preclude the inappropriate
placement of mentally disabled ‘persons in communities.

Lack of HEW monitering

Aithough staff at P3A headguarters had identified the
need for monitcring and evaluating the impact of the social
services programs on deinstitutionalization, PSA had not
done the needed menitoring and evaluating., The PSA officials
and staffs at the five HEW regional offices we reviewed
attributed their inacticn in this area to staffing limita-
tions, other priorities, and the lack of instructions or a
mandate to work in this area.

In 1971 a joint review by PSA, MSA, and HEW region I was
proposed to evaluate the relationship between the social
services and mental health programs for aged persons released
from mental hospitals in one State. The review was tc in-
clude an assessment of cocrdination between the social ser-
vices and mental health agencies in planning releases, making
arrangements for the individual's return to the community,
evaluating the proposed living arrangements before release,
and following up after release. The social services agency
was to be evaluated to determine (1) whether the agency's
manual clearly set forth the caseworkers' responsibilities
for aged persons being released from mental hospitals and
described how to sscure services for such persons from other
agencies and (2) whether caseworkers clearly understood and
carried out their responsibilities and, if not, why not.

According to a PSA official, this study was abandoned
after a preliminary test in the State showed that sufficient
information was neot available. He said that the evaluation
was not attempted in other 3States because of the lack of
interest by top PSA management.

ALLCTTED FUNDS NOT USED

In 1972 the Congress imposed a $2.5 billion annual ceil-
ing on the social services programs. Restrictions were also
placed on the amount of social services funds that could be
expended on persons not receiving public assistance. Although
certain groups, including the mentally retarded, were exempt
from these restrictions, many States did nct use all the
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" " rFederal social services funds available tc them during fiscal

years 1974 and 1975 because:

--States did not have accurate information on the amount
of funds being used to provide services t©o nonrecipi-
ents of public assistance, and thsy did not want to
excezed their allotments; therefore, they spent social
services funds conservatively.

--States did not have or want to provide tha needed
matching funds.

-~-Controversy, confusion, and disagreement existed be-
tween the States and HEW over what servicess were eli-
gible for Federal reimbursement, particularly services
purchased by the social services zgencies from cother
agencies for persons in institutiens.

Preliminary data showed that 41 States did not use
$540.3 million ¢f the funds allotted to them under titles IVA
and VI for fiscal year 1%75. The expenditure data for that
year for the five States we reviewed is shown below:

. Unused
State Allotment Expenditures funds
——————————(millions)
Maryland $ 48.7 $38.¢ $10.7
Massachusetts 62.5 52.0 17.5
Michigan 109.0 90.8 18.2
Nebraska 18.3 17.9 .4
Oregon 26.2 26.2 -

Michigan did not use $18.2 million available to it under
the social services program. Yet, mentally disabled persons
had been placed into foster homes operated under the super-
vision of the State department of social services without
provision for services. State officials attributed this
situation to the restrictions imposed on the us2 of funds and
confusion over the services for which HE# wculd reimburse the
State under the program.

IMPLICATIONS OF TITLE XX

In January 1975, title XX (42 U.S.C. 1397} was added to
the Social Security Act in response to the controversy over
titles IVA and VI. Title XX combined the social services

programs under titles IVA and VI and made major changes in the
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way the program operated. The new program went into effect
in October 1975.

HEW's regulations allow the States flexibility in develop-
ing their programs. Within specified limits, the States can
define the social services they will provide under the pro-
gram. The services must be directed toward one or more of
the five program goals set forth in the requlations. Two of
these goals are related to deinstitutionalization of the
mentally disabled and others.

~-Preventing or reducing inappropriate instituticnal care
by providing community-based care, home care, or other
less intensive care.

~-Securing referral or admission for institutional care
when other care is not appropriate or providing services
to individuals in institutions.

States rmusc make at least three services available to SSI
recipients 1/ and provide at least one service for each of the
five program goals. The regulations specify the circumstances
under which States could provide social services to persons
in institutions, including skilled nursing facilities and
intermediate care facilities, under the program.

Title XX imposes more stringent eligibility requirements
than did titles IVA and VI by basing the eligibility for
services on income. Only recipients of SSI, State supple-
ments to SSI, and cash benefits under the Aid to Families
with Dependent Children program and persons with incomes be-
low specified limits are eligible for services under title XX.

Title XX regulations require the State agency administer-
ing the social services program to describe how planning and
services provision will be coordinated with other specified
programs, including developmental disabilities, Medicaid,
vocational rehabilitation, housing, employment, SSI, and
mental health. They do’not, however, require State social
services agencies to describe their actions to coordinate
activities aimed at reducing and eliminating inappropriate
institutional placements with other federally supported pro-
grams having congressional mandates to achieve this goal.

1/

~"According to PSA, this means that at least three services
must be available, not that each SSI recipient must be pro-
vided turee services.
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Nor do the regulations require the States to report accom-
plishments in reducing or eliminating inappropriate insti-
tutional placements. :

Apperent weakening of
regulations under title XX

Because title XX became effective after our fieldwork,
we did not assess the impact of the prooram changes on de-
institutionalization. However, HEW's title XX regulations
may be weaker than title IVA and VI regulations in making sure
that persons had service plans responsive to their needs and
that foster placements were appropriate.

HEW regulations implementing title XX do not require
individual service plans responsive to each persens needs.
Title XX regulations published in June 1975 reguired client
data files which had to identify the services provided, the
goals to which the services are directed, and other data as
the Secretary may have required. However, in May 1976, HEW
revoked the requirement for client data files.

HEW title XX regulations require that States whose pro-
grams include services to persons in foster homes and institu-
tions (includes all residential facilities providing group
livirg) must designate a State agency responsible for esta-
blishing and maintaining standards for such facilities. Also,
to receive Federal reimbursement for special services pro-
vided to persons by foster family homes, a gqualified pro-
fessicral must document that (1) the person regquires such
services because of a health (mental or physical), emotional,
or behavioral problem and (2) the caregivers have the special
training needed to provide the services. The regulations,
however, do not specify that States making foster care or -
other community placements are to pericdically make sure that
{1) placements are appropriate to the needs of the person,
{2} perscons placed received proper care, and (3) placements
continue to be necessary and appropriate.

Possible impact of title XX program

It was too early to assess the impact of title XX social
services on deinstitutionalization. Cn the one harnd, by
reguiring States to make at least three services available to
disabled SSI recipients, the program should help make sure that
mentally disabled persons released from institutions who
receive SSI after release receive at least some services.

On the other hand, States are no longer required to ~
provide services according to service plans responsive to
individual needs. Therefore, services provided by the States
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t¢ mentally disabled persons may not be the services they
need the most to help them remain in the community.

State social services agencies are apparently not re-
sponsible for making sure that foster or other community place-
ments they make are or continue to be appropriate to indivi-
dual needs. Specific service responsibilities of social
service agencies for mentally disabled persons being released
from institutions who are eligible for social services, but
who are not SSI recipients, are not clear. Also, State
social services agencies are not specifically required (1)
to describe how they will coordinate with other agencies
specifically for deinstitutionalization or (2) to report on
how weil they are meeting this objective.
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CHAPTER 11

THE VOCATIONAL REHABILITATION PRUGRAM

NEEDS TO EMPHASIZE SERVICE TO THE

MORE SEVERELY MENTALLY DISABLED

Although the States have made efforts with Federal as-~
sistance to rehabilitate the mentally disabled in institutions
and communities, more emphasis needs to be placed on the more
severely mentally disabled if the deinstitutionalization goal
is to be achieved.

For the mentally retarded, vocational rehabilitation has
been primarily directed toward the less severely retarded
{or those who may not be retarded) and apparently toward
those in the community instead of those in institutions. In
previous years, rehabilitation for the mentally ill often
focused on drug addicts, alcoholics, and those with behavioral
disorders. These forms of mental illness were not categori-
cally considered severe disabilities by the Rehabilitation
Services Administration under the Rehabilitation Act cf 1973,
as amended (29 U.S5.C. 701).

We believe that additional focus on the more severely
mentaily disabled in or released from public institutions is
needed and would be facilitated by:

~-Greater emphasis on this mentally disabled population
by RSA headguarters and HEW regional offices.

—-A clearer definition of severely disabled as it relates
to the mentally retarded.

~~-More coordinated efforts for this target group by RSA,
the National Institute of Mental Health, the Develop-
mental Disabilities Office, and the Department of Labor.

PROGRAM BACKGROUND

The vocational rehabilitation program includes (1) basic
formula grants to States for providing rehabilitaticn services
to persons with physical or mental disabilitizs wnicr con-
stitute handicaps to employment and (2) formula graats to
States to initiate and expand services to groups of handi-
capped persons, including those in institutions who have been
underserved. In addition, HEW provides funds to the States
for rehabilitating SSI and Social Security Disahility Insur-
ance recipients. RSA provides grants for research and
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demonstration projects, training, and special projects and for
constructing rehabilitation facilities.

State-administered vocational rehabilitation programs
can provicde to the handi-apped a variety of services, in-
cluding

--evaluation of rehabilitation poténtial:
~-counseling,-guidance, referral, and placement services;
~-yocational training services;

~--physical and mental restoration services;
--subsistence costs while in training;

~-transportation; and

~-followup, follow-along, and other postemployment serv-
ices to help persons maintain employment and secure
needed services from other agencies.

Eligibility criteria for vocational rehabilitation serv-
ices are (1) a physical or mental disability which constitutes
or results in a substantial handicap to employment and (2)

a reasconable expectaticn that vocational rehabilitation
services may make the person more employable. HEW regulations
provide that decisions on a person's ineligibility for voca-
tional rehabilitation services must be made in full consulta-
tion with the person {or his or her parent or guardian) or
after affording a clear opportunity for such consultation.
Eligibilicy can be denied only upon certification that the
absence of vocational rehabilitation potential has been de-
monstrated beyond any reasonable doubt. Denials and related
certifications must be reviewed at least annually.

The Federal Government reimburses States for 80 percent
of their allowable costs under the basic formula grant pro-
gram, 90 percent under the Innovation and Expansion Grant
Program, and for 100 percent for services to SSI and Social
Security Disability Insurance beneficiaries.

1/

=’ This chapter discusses RSA's activities only as they relate
tc the vocational rehabilitation program. Until August
1975, the Developmental Disabilities Office was in RSA;
the developmental disabilities program is discussed sep-
arately in ch. 4.
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The Rehabilitation Act of 1973 requires that States
provide services first to those persons with the most severe
handicaps. Severe handicaps are defined in the act as dis-
abilities which require multiple services over an extended
period and result from impairments chat .nclude mental iil-
ness and mental retardation. State vocational rehabilitation
plans must d=scribe methods to be used to expand and improve
services to persons with the most severe mental and physical
handicaps.

Funds availabl.: under the Innovation and Expansion Grant
Program are to be used for planning, preparing, or initieting
special programs for expanding vocational rehabilitation
services to the most severely handicapped, particularly serv-
ices to poor handicapped persons with unusual and difficult
rehabilitation problems. This includes persons for whom ra-
sponsibility for education, treatment, 1ind rehabilitation is
shared with other agancies.

EMPEASIS BY STATES ON
PERSONS WITH PSYCHOTIC AND
PSYCHONEUROTIC DISCRDERS

Data on the amount of funds spent by State rehabilita-
tion agencies to serve persons with psychotic and psychoneu-
rotic disorders was not readily available. However, data on
the rehabilitation of persons classified as mentally ill undev
the vocational rehabilit.cion program shows that the percent-
age of rehabilitated persons with other character, personal-
ity, or behavior disorders (not classified as severe dis-
abilities) more than doubled between fiscal years 1968 and
1975 while the percentage of rehabilitated persons with psy-
chotic and psychoneurotic disorders (classifiable as severe
disabilities) increased orl: ;lightly. The following table
illustrates this.

Percent of 311 clients

Classification . reported as —wehabilitatad
1968 1973 1975 (note a)
Psychotic disorders G.4 5.2 5.1
Psychoneurotic disorders 4.4 5.3 6.6
Alcoholism 2.5 5.0 4.8
Drug addiction 0.2 1.2 1.4
vther character, person-
ality, and behavior dis-
orders 5. i4.1 12.8
Tocal mental illness  19.6 30.8 30.7

a/B-sed on preliminary est! .ate of rzhabilitations.
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According to RSA, vocationazl rehabilitation program
enphasis between fiscal vear 1968 and th: enactment of the
Rehabilitation Act of 1973 was on helping disadvantaged per-
sons who wore not necessarily severely disabled to become
geli~sue€ficient. Emphasis was placed on groups, such as
welfare recipients, public offenders, Selective Service re-
jecteas, and other similar groups that often had relatively
ninor physical and mental impairments. It was during this
period that the term behavioral disorder was authorized as
a qualifying disability in the vocaticnal rehabilitation
program to facilitate the entry of disadvantaged persons into
the service system.

It was not until the enactment of the Rehabilitation Act
of 1973 that vocational rehabhilitation program emphasis was
statutorily mandated for the severely disabled. Also, as a
result of this act, behavioral disorders were removed as a
disability category for service eligibility. Since the pas-
sage of the act, there has been a positive trend toward serv-
ing the more severely mentally disabled.

According to RSA, small but consistent percentage in-
ereases have been reported in the rehabilitation of persons
elassifiable as severely mentally disabled as a percentage
ol the total number of mentally disabled persons rehabili-
tated. For example, in fiscal year 1973, psychotic and psycho-
nauratic rohabilitations accounted for 34.1 percent of all
rehabilications of persons classified as mentally ill; this
increased to 36 percent in fiscal year 1374 and about 38.1
percent in fiscal year 1975,

In Marych 1974 RSA established a Psychiatric Rehabilita-
tion Task Force to fill the need for increased actioa to
rehabilitate the more severely disabled mentally ill. How-
ever, the goals of the task force were not fully achieved.

The task force, composed of regional and State vocational
and rechabhilitation personnel, was to help RSA plan and develop
progrvams to expand services to the severely disabled mentally
ill. RSA also established an internal psychiatric rehabilita-
tion work group to develop a plan for expanding vocational
rehabilitation coverage of the more severely disabled mentally
ill. As a result of task force initiatives, RSA:

-=Surveved State vocational rehabilitation administrators
to identify models ot psychiatric rehabilitation pro-
grans.

-=-Awarded a grant for the deveiopment of training materi-
als on psychiatric rehabilitation.
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--Established working relationships with NIME te jointly
try to expard and iamprove services for the severely
handicapped mentally ill.

In November 1975, however, an RSA official teld uws that
the internal work group had not developed a plan because of
difficulties in getting the work group members together for
meetings. ~ According to RSA's Assistant Commissioner for
Program Develcpment, because developing this plan was ad: an
objective in HEW's operational planningy system, the work group
nmenbers could not devote enough time to develeoping it.

The Assistant Commissioner added that RSA's efforts with
NIMH have been directed toward developing closer ties between
the vocational rehabilitation program and community mental
health centers. However, he believed that the two agencies
had not sufficiently focused on the relationships betwaen the
vocational rehabilitation program and mental hospitals and
that this issue should be addressed.

In a January 1975 mexorandum, RSA told State rehabilitation
agencies and HEW regional offices that virtually no gains had
been made for nearly a decade in rehabilitating persons with
psychosis or psychoneurcsis. RSA said the increases often
cited for rehabilitating the mentally ill were primarily
attributable to increased rehabilitation of persons with
behavioral disorders which no longer are qualifying disapili-
ties in determining eligibility. Althcuch RSa encouraged its
regienal offices and State agencies to improve services to
the mentally ill, it did not specify actions for them to take.

MORE EMPHASIS NEEDED
ON RETARDED PERSONS WITH
THE MOST SEVERE HANDICAPS

State vocational rehabilitation agencies seemed to he
serving many persons who vere not retarded but were apparently
classified as mildly retarded because of maladaptive behavior
or other problems. Certain State practices and disability
classification procedures appeared to result in the lack of
emphasis on or denial of vocational rehabilitation copportuni-
ties to the more severely retarded.

RSA defined mental retardation in accordance with the
definition established by the American Asscciation on Mental
Deficiency, a major professional organization in the mental
retardation field. The asseociation and RSA define mental
retardation in terms of subaverage intellectual functiening
whicnr oxiginates during the developmental peried and is
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asscociated with impairment in adaptive behavior.,

R8A's manual for classifying persons accordiny to dis-
ability s*tates that the adaptive behavior component is more
meanlanul than the 1ntelllgence couponent of the “xfxnltlﬂn
in determining a person's vocational rehabilitatiow needs and
ultimate employment pcotential. It states, however, that
intelligence can be very important to the counselar.

The manual defines subaverage intelligence as that below
85, in accordance with the retardation scale adopte& by the
assocliation in 1981. However, in 1973 the association re-
vised its definition of mental retardation by Lei“‘znq the
subaverage intelligence quotient limit to below 70 and dropped
the previous classificaticon of "borderline retardsd” with
intelligence gquotient levels between 70 and 85. X3A did not
chang2 its manual to reflect this change.

For the retarded, RSA's manual derflines severely handi-
capped as those whose retardation is moderate or sewvore. The
manual adds that those sometimes termed profoundly retarded
are generally in institutions where they must receive con-
tinuing care and supsrvision, are incapable of gainful employ-
ment, and thus are net suitable candidates for vocazional
rehabilitation.

According to the Director of RSA's Division ¢f Special
Populations, RSA did not know to what extent States were
currently classifving persons with intelligence qudtients
above 70 as retarded. He said that RSA has been discussing
the change in the definition of retardation with ¢he associa-
tion to assess its impact.

In October 1374, RSA wrote to the association expressing
concern over the impact the revised definition of metardation
would have on the vocational rehabilitation prograxm and re-
qguesting assistance in resolving RSA's dilemma. 3RS stated
that i1f it accepted the assoclatlon s definition, & large
number of people with infelligence quotients betwcezr 70 and
85 would not qualify for vocational rehabilitatioa services
even though many such persons need them. RSA said that for
that year slightly more than 50 percent of the porsons with
a primary disability of mental retardaticn who are rehabili-
tated by State agencies would fall in the 70 to 33 intelli-
gence quotient range. As of July 1976, RSA had not received
a reply from the association.

Persons with intelligence guotients below 55 f£reguently
have multiple disabilities, such as physical impairments or
blindness, and may therefore have limited eor no potential
for achieving emplovment goals; however, research has shown
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that persons with low intelligence quctients have been able
to learn vocational skills.

Maryiand

In fiscal year 1974, Marvland's voeational rehabilita-
tion pregram served 3,928 persons it classified as retarded.
A breakdown by level of retardation is shown below:

.

Classification
Maryiand Assoclation Served Rehabilitated
Mild Not retarded 2,600 813
Y¥oderate Mild 1,144
Severe Moderate 184

3.928

As indicated by this table, the Maryland rehabilitation agency
was ceoncentrating on persons who were claszsified as nildly
retarded under the State's scale but wha would not have been
considered retarded under the asscciaticon's scale. Relative-
ly little effort was devoted to the more severely retarded.

& comparison of the Maryland and assocliation scales for
classifying persons as retarded follows:

Intelligence range

Classification Maryland Associaticn
Milg 70-85 55-69
Mcderate 55-69 40-54
Severe 40-54 25-3%
Profound 39 and belcw 24 and beleow

According to a Maryland official, Federal guidelines ailow the
States to define retardation for determinimg vocational re-
habilitation program eligibility and that most States use the
same scale as Maryland.
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In 1’3 program and financial plan for fiscal years 1976
to 1981, .. Maryland Division of Vocational Rehabilitation
recognized the need to expand services to the more saverely
retarded in conjunction with the mandate in the Rehabilitation
Act of 1973 and stated this as a program objective. The
Division identified the following problems it kelieved needed
to be resclved to accomplish this objective.

--The extension of services to the more severely re-
tarded will require longer and more comprehensive
sexvices and may necessitate additional training for
counselors serving this disability groun.

--More coordination between the institution-based voca-
tional rehabiiitation procgrams and cornmwuwnity agencies
is needed to assure the continuity of services.

--State instituticon-based evaluation and %raining pro-
grams need to modify their programs to better serve
more severely retarded persons.

--Existing workshops need to expand services to include
more programs for the severely disabled.

-=-More community-based reside~ .ial facilizies for the
severely retarded are needed to contribute to and
enhance rehabilitation efforts.

QOregon

In Oregon some confusion existed about whether services
should be diverted from the "borderline retarded® in the
comamunity to the more severely retarded in the institutions.
Qregon's vocational rehabilitation psychologiczl consultant
told us that many of the persons classified as retarded and
served by Oregoen's vocational xehabilitation program were
not retarded according to the association's 1973 criteria.
The psychological consultant estimated that many of the re-
tarded served by the program fit in the bordarline category
and were already in cormunities. He said that most of the
institutionalized retarded served were moderztely or severely
retarded.

The psycholocgical consultant said the asseciation's
change puts the agency in a position of having to either dis-
continue service to people with intelligence lavels over 70
or not use the association's classification system. He said
that discontinuing service to people with intelligence levels
cver 70 would cause problems because persons in the community
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with levels between 70 and 85 have greater potential for keing
rehabilitated more quickly and cheaply, and have better
chances for p’ acement than the more severely disabled in in-
stitutions. He coneluded that, if the vocational rehabilita-
tion agency diverted more of its resources to the more severe-
ly retarded, it would hamper its ability to help the less
severely retarded in the community who also need its services.

The consultant stated that the association's change was
made unilaterally, without contact with the Stece agencies.
State agencies have been notified by HEW not to make any
drastic changes. As a result, Oregon's vocational rehabilita-
tion agency is continuing to consider anvone with an intelli-
gence level under 85 as being mentally retarded.

Massachusetts

At the institution for the retarded we visited, residents
with intelligence quotients of 50 or below were not refarred
to the State vocational rehabilitation agency because a local
counselor considered them untrainable. Massachusetts Reha-
bilitation Commission officials stated that this situation
may be caused by a subjective interpretation of one of its
policies, which states, in part: ®* * * below I.Q. 50, a
client, while eligible, may not be susceptible to rehabilita-
tion services,®

A State mental retardation official believed that the
comniesion was not fulfilling its responsibility in serving
retar Jecause it focused on persons with higher potential.
A comn.ssion official replied that, if emphasis is placad on
the severely disabled, as required by the Rehabilitation acu
of 1973, a disproportiocnate amount of resources will have
to be devoted to a smaller number of clients. This will
result in fewer people being served and possibly fewer re-
habilitations. According to a former director of mental re-
tardation programs at the commission, the policy of not
serving clients with intelligence gquotients below 50 was no
longer valid and a client's functional level is considered
when screening him or her for vocational rehabilitation
potential. However, another commission official stated that
the agency's Professional Manual of Policies and Procedures
still cites 50 as the int:2lligence quotient below which a
person may not be susceptible to rehabilitation services and
indicated that counselors may be interpreting this as a
lower limit.
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Michigan

The Michigan vocational rehabilitation agency has helped
retardad persons return to communities, but it had focused
its efforts on the less severely retarded already in the
compunity and had not emphasized screening or providing
servicaes to the more severely disabled institutionalized re-
tarded. The Michigan agency recognized this problem and, in
1374, reported that after 1968 many retarded persons had been
releasaed from institutions {using aid to the disabled anhd SSI
funds) baxt had not received adequate vocational education
or rehabilitation services because of the lack of staff,
money, and facilities.

The agency acknowledged not accepting referrals of many
retardad persons because it believed they were too severely
disabled. The agency reported that one way to increase the
number ©of severely disabled served would be to encourage
referrals of institutionalized clients as well as those from
nursing homes.

Other States

A 1976 report prepared for the President's Committee
cn Mental Retardation by the National Association of Coor-
dinators of State Programs for the Mentally Retarded con-
tained the following data from a 1974-75 survey of its
rembers on the impact of the Rehabilitation Act of 1973:

--0f 48 respondents to a question on whether the coor-
dinators perceived changes in goals and priorities
of rehabilitation agencies as they relate to the
severely retarded after passage of the act, 15 per-
ceived a noticeable change, 27 perceived little or no
change, and 6 reported that strong cooperative re-
Iationships existed between State mental retardation
and vocational rehabilitation agencies before the act
and that the cooperation is continuing.

--22 of 40 coordinators who definitively responded to
another question said they believed that the mentally
retarded were nct being given a "fair shake" in gain-
ing access to vocational rehabilitation services.
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.- - NEED FOR MORE EMPEASIS BY RSA

Althouch RSA has told the States to focus on persons on
public support, such as the instituticnaiized mentally dis-
abled, it 4id not specify whar they coulé or should deo for
this group. RSA 4dii aot

--make deinstitutionalization an operaticnal objective;

--participate with DD in proposed ioint efforts directed
at deinstitutionalizat:ion of the retarded;

~-designate the mentally disabled as priority service
target groups during any of the 4 years (1972 through
1975) that we reviewed:

--designate deimstitutionalization as a priority effort
under the Inmpovation and Expansion Grant Program, al-
though HEW was authorized to designate priorities under
the program; o©f

--moniter or evaluate the extent States provided special
attention to Jeinstitutionalization.

RSA officials Iimitially infeormed us t*at deinstitutional-
jzation of the mentally disabled had not been a priority issue
in the agency, that they believed including mental diszbility
in the definition of severe handicap was sufficient emphasis,
and that additional directives on the subliect were not needed.

In Apri} 1975, khowever, the P ° Comnissioner stated that
the Hovember 1971 Presidential stau .nent oo deinstitutionaliz-
ation had not heen addressed seriously ensugh and that more
intensified efforts should be devoted to it by RSA and other
agencies. According %o RSA's Assistant Commissioner for
Program Develepment, some Innovation and £xpansion Grant
Program funds have baen used for deinstitutionalization but
more emphasis is needad in this area. For example, he said
that he would attemptz to upecify deinstitutionalization of
the mentally disabled as a vricrity area in RSA's Innovation
and Expansion Grant Program guidance in the future.

Effort by regienal offices

None of the RSA officials ve contacted in the five
regional offices reviewed had acted specifically toward de-
institutionalization or had evaluated State vocational re-
habilitation programs" impact on it. For ezample, RSA
officials responsiblae for administering the vocational re-
habilitation program at HEW's Chicago regional office said
that:
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--Deinstitutionalization was not a goal, priority, or
gbiective in their program and they had no specific
responsibility in this area. No instructions had been
received on tnis subliect.

--Ttey had not worked with other agencies in this area,
acthough they had contacted Labor officials on the
afiirmative action program for employing the handi-
capped.

~-They had rot monitored or evaluated the impact of
State vocational rehabilitation agencies on deinstitu-
tionalization, although they knew that State agencies
provided services to the mentally disabled in instituy-
tions.

According to zn RSA official in the Ransas City regional
office, his office did not consider the impact of State vo-
cational rehabilitation programs on deinstitutionalization
in reviewing State grant applications. He said that the
vocaticnal rehabilitation program did not have any clear de-
institaticnalization objectives but that the program's impact
in this area should probably be considered.

DEPINITION OF SEVERE HANDICAP

In Mzrch 1876 an HEW contractor completed a report cn
its analysis of R3A's definition of severe handicap. The
contractor's study included a review of 400 vocaticonal re-
habilitation case files in 4 States and used a questionnaire
to identify problems State vccational rehabilitation agency
staffs were having using RSA criteria for defining severe
handicap. The definitions of severe mental illness and
mental retardaticon were included in the study.

Tha contractor identified several problems with RSA's
criteria for defining severe mental handicaps and reccxmend-
ed that RSA change the criteria. Some of the contractor's
recommendations were that:

--Criteria be established for deteirmining other personal-
ity, character, or behavior disorders that would be
severe handicaps.

--Criteria be changed for determining whether persons
with psychosis and psychoneurosis have severe handi-
caps to employment.

-=RSA review its definition of mental retardation and
clarify the role of intelligence quotients in Jeter-
mining the levels of retardation and severity of handi-
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In April 1976 RSA established a task force to refine and
improve the definition of severe handicap for use in the vo-
cational rehabilitaticn pregrara. The RSA Commissiconer ex-
pected to be able to revise program regulatiorns, guidelines,
and training materials by the end of September 1375,

We recognize that establishing criteria for defining
severe mental handicaps is difficult and that difierences of
opinion may often exist regarding whether certainz mentally
disabled persons have severe handicaps. Differsuces of
opinion also exist regarding how and when various agencies
should serve mentally disabled persons with the most severe
handicaps whe need multiple services over extendsd periods.
Regardless of the resoluicon of the definition procblems, how-
ever, many mentally disabled persons with severe handicaps
who remain in institutions could ke returned to &he community
if provided neeéeld services, many of which could be provided
or funded by the wocational rehabilitation program in cases
where vocational potential exists. Therefore, as discussed
in chapter 3, if deinstitutionalizaticn is to bz achieved,
the role cf the vocational rehabilitation program needs to
be clearly delineated, and RSA and the States must make cer-
tain that this role is carried out.
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CEAPTER 12

MORE HELP

NEEDED FROM RUD

Inadequate housing is a critical obstacle to returning
the mentally disabled to the communitv. In a November 1971
statement, President Nixon directed the Department of Housing
and Urban Development to help develop special housing for the
retarded in the community. The President also designated the
Secretzrvy of HUD as a member of the President's Committee on
Mental Retardation in ¥March 1974. 1In 1974 President Ford
stated that, primarily through its housing agencies, the Federal
Governnment would help retarded adulis obtain suitable homes.

Only one of the eight local houwsing authorities we con-
tacted had addressed the needs of the mentally dizabled im '
its housing assistance plan. Two studies by others alsoc
showed that local housing authorities had generally not con-
sidered the needs of the mentallv retarded. (See p. 58.} 1In
commenting on the relevance of its programs to the President®s
deinstitutionalization gcal, HUD stated in a 1972 report that
HUD-assisted housing and community development programs

"k * * yithout question represent resource® for
*he development of living arrangements for re-
tardees which might be desirable alternatives
to institutions. * * * Given State involvement
undel contract to assure professional services
and program responsibility, housing programs
could more readily be used for some categories
©f the mentally retarded now in institutiens.”

Although HUD has stated that its program could be used
to further deinstitutionalization, it has neither developed
a plan or strategy for implementinc the Presidential direc-
tive nor encouraged or informed local housing authorities
ané@ managers or sponsors of HUD-assisted projects about ccn-~
sidering the needs of the mentally disabled. Many reqgional
and area officials we contacted were not aware of the direc-
tive or the eligibility of the mentally retarded for HUD-as-
sisted housing. HUD did not have data on (1) the needs of
the mentally diszbled for housing or ccormunity development
services or (2) the conditions uncer which the mentally dis-
abled were served by its programs.

Examples of successful uses of HUD programs for the men-

tally disabled are discusseld beginning on page 161. We be-
iieve more could be done if HUGD would (1} develop a strategy
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and plan for implementing the Presidential objective, (2)
inform its headguarters, regional, and area officials of how
the mentally disabled could be served by the HUD pregrams,
(3) work more closely with HEW, State, and local mental
heazlth and retardation cfficizls, and (4) inform and encour-
age local housing authorities and managers and sponsors of
HUD-assisted projects to consider and help meet the needs of
the mentally disabled.

HUD headquarters officials ané staff attributed their
inaction mainly to the lack of a more substantive mandate
from the Congress, the President, or the Office of Manage-
ment and Budget setting forth specific steps to be taken.
HUD regional and area office officials and staff attributed
their inaction to {1) the lack of specific mandates and di-
rectives from HUD headquarters and (2} their lack of aware-
ness of the Presidential statements on mental retardat:ion
and a 1971 decision by the HUD General Counsel that retarded
persons could be considered as handicapped in determining
eligibility for housing assistance under HUD programs (See
p. 156.})

HUD PROGRAMS

HUD administers various housing programs to enable per-
scns with low and moderate incomes to live in decent, adequate
hcusing and a community development program under which needed
community facilities and services can be provided. The pro-
grams include providing (1) direct locans for ccngregate hous-
ing for the eldexrly and handicapped, (2) mortgage insurance
for skilled nursing and intermediate care facilities, (3)
below market interest rate loans for constructing or rehabil-
itating rental units to enable persons with low and moderate
income to pay lower rents, (4) rental assistance payments,

(5) community development block grants, and (6) loans and
annual subsidies to local housing authorities for public
housing. Community housing eligible for HUD assistance in-
cludes group homes and apartments.

Community Development Program and
housing assistance plans

The primary goal of HUD's Community Development Program
is to develop viable urban communities, with decent housing
and a suitable living environment and expanding economic op-
portunities, principally for persons of low and moderate
income. Activities that can be funded under the program
include the acquisition of land; the acquisition, construc-
tion, or installation of peighborhood facilities; and the
provision of public services not otherwise available. These
services must be directed toward improving the communities’
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public services, including those concerned with employment,
economic development, crime prevention, child care, health,
drug abuse, education, welfare, and recreation.

Applications for participation in the program must cou-
tain a plan which identifics community develcpment needs,
demonstrates a comprehensive strategy for meeting these needs,
and sets forth objectives developed in accordance with area-
wide developmental planning. Applications must also contain
a housing assistance plan. This plan is to include estimates
of the housing assistance needs of lower income perscons (in-
cluding the elderly and handicapped) either already residing
or expected to reside in the community. HUD regulations
require community development plans to consider any special
needs found to exist in any identifiable segment of the total
group cf lower income persons. Housing assistance plans are
required to consider and also summarize any such special
needs.

ELIGIBILITY OF MENTALLY
DISABLED FOR HUD PROGRAMS

Many mentally disabled perscns have low or moderate in-
comes and would be eligible for HUD-assisted housing. With
some exceptions, however, eligibility for several HiD-assisted
housing programs is limited to low- or moderate-income fam-
ilies. Two exceptions relate to the elderly and handicapped,
who can qualify even if they are single.

Before the Housing and Community Development Act of 1974,
HUD's definition of tenant eligibility on the hasis of a
handicap was based on the definition in the Housing Act of
1359, According to the act and HUD's regulaticns, versons
were considered handicapped if they were determined to have
a physical impairment which (1) was expected to be of long-
continued and indefinite duration, (2} substantially impeded
their ability to live independently, and (3) was such that
their ability to live independently cculd be improved by
more suitable housing. Based on this definition, EJUD con-
cluded that physical impairments did not include mental re-
tardation.

As a result of inquiries by the Michigan State Housing
Development Authority, however, HUD's General Counsel decided
in Augqust 1971 that mentally retarded persons could be
considered handicapped if the mental retardation stermed from
a physical impairment, such as brain damage or a chemical or
neurological physical impediment to normal growth.

The extent to which HUD notified its regional and area
office officials of this decision is unclear; however, a forme
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Deputy Assistant to the Secretary, Prograns for the Elderly
and Handicapped, told us that copies of the decision were
not distributed to HUD's regional and area cffices. Some of
the regional specialists for the elderly ané handicapped we
contacted were aware of the decision, but many were not.

In March 1972 HUD issued instructions to its regional
and area offices for implementing its subsidized housing
program for the elderly and handicapped. 1In its instructicons
RHUD defined handicapped on the basis of physical impairments
and did not refer to the General Counsel decision of August
1971.

The Housing and Community Development Zct of 1974 cranged
the statutory definition of handicapped for RUD's progra=is by
omitting the word “physical®" before impairment and by spscif-
ically including the developmentally disabled under the
handicap definition. The definiticn of handicap as changed
by the act would apparently enable the ment.lly ill to qualify
as handicapp=d if they meet the revised definition and the
other requirements of the act.

EFFORTS BY HUD HEEADQUARTERS

In March 1972 HUD established the Offics of 3ssistant to
the Secretary, Programs for the Eilderly and Handicapped, as
the focal point for housing and related facilities and serv-
ices for the elderly and handicapped. This office was re-
sponsible for reviewing the adequacy of EUD’s pelicies and
procedures, coordinating HUD activities, and helping plan and
deternine reporting needs as they relate to the elderly and
handicapped.

In November 1972 this cffice requested RSA assistance in
assessing HUD-sponsored proiects for the handicapped and es-
tablishing a temporary pregram of centralized review of as-
plications for projects involving hnusing f£ar the handicapped.
These actions were to eventuaily result in the prblication of
guidelines for HUD field specialis*s in rrocessi.ug and approv-
ing housing prcjects for the handicapped. RSA and HUD later
estzplished a tazk force in response to this request. The
task force held a series of meetings during the first 4 months
of 1973 and developed more than 50 tentative recormendations
of ways for HUD to help provide community housing and services
for the physically and mentally disabled.

Those recommendations dealt with organization, legisla-
tion, policy, design, and market analysis and research. How-
ever, because of funding and staffing cutbacks at HUD, a
moratorium on HUD-subsidized housing programs, and the de-
parture of several high-level HUD officials concerned with
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progranms for
force was dis>
tions.

ha olderly and handicapped, the HUD-RSA task
aaded before it could present .Lts recommenda-

The Office of the Assistant to the Secretary, Proyrams
fo. the Elderly and Handicapped, had taken little action to
implement the President's 1971 directive or to help in dein-
stitutionalization. The office had not:

a

~--Issued suidance to other heagdquarters or regional
and arca offices concerning the Presidant's direc-
tive or the deinstitutionalization chkbijective.
(It &id, however, sponsor a training sassicon in
1972 for some reglional staffl)

--Monitcred or evaluated the extent to which the
mentally disabied were being served by HUD-as-
sisted programs, the quality of services being
providad, or the activities of the regicnal spe-
cialists for the elderly and handicapped.

--Requirad HUD offices to routinely repert to it
on activities relating to the mentally disabled.

Officials from this office said they had not acted to
carry out the Iresident's directive because they had not re-
ceived instruciions from the President, OMB, or the Secretary
of HUD.

Other offices

We contacted officials and staff in several divisions
and offices at HUD headsuarters, including Housing Manage-
ment, Housing Troduction and Mortaage <redit, Community Plan-
ning and Development, and Fconomic and Market Analysis. We
also met with members of 3 HUD task force on the handicapped.

Accordina to officials and staff we contacted, HUD had
not taken substantive, specific actien to assist in deinsti-
tutionalization., For example, a rnuliti-famaly housing pro-
grams specialist in the Office of the Assistant Secretary for
Housing Production and Mortgace Credit said she had not pushed
for ajgressive action to implement the President's directive
because no information was available on the HUD-assisted
projects that have been used to house the retarded or cn the
success of such projects. Therefora, she did not know what
to recommend. An official in the Qffice .i tae Assistant
Secretary for Housing Management said ne had discussed with
HEW the housing needs of the retarded, recognized the need
for a variety of types of housing for them, and helscd to
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identify some steps HUD could take. He said he could not act
because HUD did not have a mandate to do so in spite of the
197. Presidential directive.

In January 1976 HUD amended the regulations for its com-
munity development grant program to exclude group hemes,
halfway houses, sheltered workshops, and central social serv-
ice facilities from those facilities and activities that could
ordinarily be funded under the program. 1In August 1976, how-
ever, the Housing Authorization aAct of 1976 added centers for
the handicapped to the types of facilities that can be funded
under the Community Development Program.

HUD had not issued guidelires to field offices for re-
viewing housing assistnace plans to insure that the housing
needs of the eligible mentally disabled residing in or ex-
pected to reside in the community were included in assessments
made by local housing authorities.

EFFORTS BY HUD FIELD OFFICES

In 1972 HUD instructed each of its regional offices to
designate specialists to insure effective assistance in pro-
viding specialized housing for the elderly and handicapped.
The responsibilities of these specialists included (1) re-
maining aware of HUD housing policies and activities as they
relate to the elderly and handicapped, (2) assisting groups
interested in developing housing for the elderly and handi-
capped, (3) meeting with groups to facilitate the use of
programs on the varied needs of these target populations,
and (4) training otlier HUD personnel in matters relating to
housing for the elderly and handicapped.

i

We contacted regional officials or specialists for the
elderly and handicapped and officials in three HUD area
offices in the five regions reviewed. We contacted eight
corsons in three additional HUD regional offices who had
Leen designated as specialists for the elderly and handi-
capped. We also contacted the community services advisor
in one HUD area office in another region that had taken spe-
cific action to help in deinstitutionalization.

None of the officials or specialists for the elderly

an¢ handicapped in the eight regional offices and the three
area offices had taken specific action (1) to implement the
President's 1971 directive, (2) to inform appiicants or local
housing authorities about helping in deinstitutionalization
or to encourage them to do so, or (3) to evaluate the extent
to which HUD's programs were serving the mentally disabled.
Very few persons we contacted were even aware of the 1971 HUD
General Counsel decision on mental retardation or the 1971
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and 1274 Pres:idential statements on HUD involvement in helping
to provide ocormunty housing for the mentally retarded. The
officials or specialists generally said they had not acted

in this area »ocause they had received no mandate or instruc-
tion to do so.

For exangle, the acting administrator of HUD region I
said:

--Regulations and instructicons contained a definition
of handicapped to include only a physical impairment.

--Region I area offices received no identifiable project
applicatiens for deinstitutionalization of the mentally
disabled.

--Regulations and instructions delineating HUD's role in
this ares did not exist except for the nursing home
Progran.

According to another REUD region I official, efforts had
nat heen made te make sure that local housing authorities in-
cluded the nezds of the mentally disabled in their housing
assistance plans required under the community development
program.

Region IIXI RHUD officials said that the housing needs of
the mentally dJdisabled were not required to be included in
housing assistance plans ard that HUD guidelines did not
identify the mentally disabled as a segment of the total
group of lower income perscens whose special needs must be
considered by an applicant. The HUD officials believed that
the mentally Jdisabled, who frequently need supportive serv-
ices, were not as suitable for conventional HUD-assisted
housing as thz physically handicapped, who could usually live
independently once architectural barriers were removed. They
suggested that the most effective way to insure housing for
the mentally Jisabled would be te include local housing au-
thorities in zhe release planning process and have them set
aside carefully selected units for deinstitutionalization.

According to the Assistant Regional Administrator for
Community Development in HUD regqgion V, local housing author-
ities were reguired to assess the housing needs of low income
persons residing in or expected to reside in the community.

He added, however, that (1) local housing auvthorities were
not required o address or break out the needs of the mentally
disabled, (2) when HUD reviews the plans prepared by the local
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housing authorities, it does not evaluate whather the needs
of the mentally disabled have boen cowsidered, and (3) unless
the mentally disabled have a strong veice or advecacy group
locally, their needs wiil not b2 properly met uader the HUD
programs.

The Deputy Director of HUD's Portland, Qregon, area
office in recion X said that: .

-=Certain personnal in the office were givea additional
responsibilities for activities for the elderly and
physically handicapped oxiy.

--HUD had no statutory, yegulatorTy,., OY prodram basis on
which to take the initiative 0 determine the needs of
the mentally disabled.

--A1l1l statutory and reculatory Jafinitions of handicapped
before 1974 were elither silent about or axcluded the
mentally handicapped.

WHAT CAN BE DONE

Following are exarmples of how HUD-assistad programs can
be used to assist in deinstitutionalization.

Dallas area office

The Dallas area office was the only area office HUD head-
gquarters officials could identify that had takern specific,
sustained action to help provide community housing for the
mentally disabkled. The Dallas offize had taken several
actions to help local housing and mantal health and retarda-
tion authorities in Texas and New Mexice use XUD -assisted
programs to help deinstitutionzlice the mentally disabled.

The Dallas efforts resulted from the initiative of one office
employee, who reguested informxtion from headguarters on HUD
programs that could be used to hous2 the meataaly disabled.

In response to his reguest, he was informed 2koat the August
1971 RUD General Counsel decision coaxcerning &hw@ inclusion of
the retarded in the dafinition of handicapped and the Presi-
dent's Rovember 1971 statement contatning the directive to RU
to help provide special housing arraxgements for the retarded.
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After receiving the infcecrmation, he developed guidelines
to be used in placing the handicapped and the elderly in HUL-
assisted projects. 1/ With the support of area office offi-
cials, he worked with State and local mental health and re-
tardation officials and housing authorities in Texas and New
Mexico to use existing space, rehabilitated buildings, and
newly constructed centers under HUD-assisted programs to
provide community housing and training for the mentally dis-
abled. As of October 1975 the Dallas area office had helped
provide 41 homes and apartments in Texas and New Mexico cities
to house and provide community-based care to 170 mentally dis-
abled persons. The Dallas office had alsc helped provide six
clinics and centers in three cities in Texas and one in New
Mexico which served over 600 mentally disabled persons monthly.

The accomplishments of the Dallas office in helping in
deinstitutionalization were rcported in a March 1975 HUD pub-
lication. Subsequently, the Dallas office received requests
for information from local housing authorities interested in
providing housing to the retarded. One request was from the
Salem, Oiregon, housing authority included in ocur revriew that
was experiencing considerable difficulty in getting a program
started to provide community housing for the mentally re-
tarded. ({See p. 59.)

HUD-assisted housing for
discharged mental patients in Ohio

At HUD-assisted housing projects in two Ohio cities,
some housinyg units were earmarked for persons discharged from
State mental hospitals. In Columbus 55 of 226 units wcre re-
served for discharged mental patients, and in Toledo 30 of
100 units were so reserved. The Toledo project opened in
1967 and the Columbus project opened in 1968.

The two projects were started as a result of efforts by
the Ohio State Department of Mental Health and Mental Retar-
dation to develop community facilities to serve exclusively
as alternatives for elderly patients in mental hospitals who
no longer rneeded institutional care. However, to comply with
Federal housing legislation and policies, the residential
units had to be made available to other segments of the popu-
lation who were eligible for federally assisted housing. The
State department entered into agreements with local housing

1/

=/ In February 1976 headquarters approved these guidelines as
provisional pending departmental consideration as official
policy.
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autherities in Tcoledo and Columbus vader which it agreed to
provide supportive services to residsnts during the project's
40-year financing period.

As of June 1975 these two proiects had, over the years,
housed i8% persons in 85 units reserved for discharged mental
patients. At that time 9% persons, ranging in age Srom 38 to
81, were living in the 85 units. Persons under 62 vears of
age were requred to meet disability criteria in the Social
Segurity Act.

Effeorts in Michigan and Massachusetts

The Michigan State Housing Development Authority initi-
ated plans in 1972 to construct grouvp homes for the retarded
using a combination of State grants or loans and HUD interest
or rent subsidies. As of August 1%75, 24 group homes had been
built or started. The State housing authority entered into
cogperative agreements with the State departments of mental
health and social services under which these two agencies
would provide services or funds for services for the retarded
perscns placed in the group homes.

Rassachusetts State legislation reguires that at least
5 percent of certain public housing constructed after August
1971 he set aside for the handicappsd. Although most of such
housing was for the physically handicapped, the State depart-
ment of community affairs helped fund seven community resi-
dences which housed 84 mentally diszbled persons. To assist
local housing authorities, the department of community af-
fairs, in conjunction with the State developmental disabili-
ties council, provided each hous:ing authority with estimates
of the number of retarded expectedé to be placed from insti-
tutions into their areas. The department also prepared guide-
lines on housing for the handicapred and on steps local
housing authorities could take to educate the communities.

In addition, recognizing the lack of efforts by local
housing authorities to help provide community housing for
the retarded, the developmental dissbilities council awarded
a grant to the department of community affairs for hiring
staff to work with local housing authorities in providing
housing for the retarded.

HUD-Administration of Aging agreement

an example of specific action that HUD could take for
the mentally disabled is an April 1375 interagency agreement
batween HEW's Administration on Aging and HUD. According to
this agreement, HUD field offices were to take several
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actions aimed at helping the Administration orn Aging implement
its nutrition program by working with State and local housing
authoritvies and managers of other HUD-assisted housing to

make certain that they coordinate with State agencies on aging.
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CEAPTER 13

OPZORTUNITIES FOR MORE

INVOLVEMENT BY LABOR

Suitable employment is another critical need of many
persons attempting to move from mental hospitals and institu-
tions for the retarded and maintain residency in the commu~
nity. Mentally disabled persons have been served by
Department of Labor programs and have been helped to return
to communitics from institutions through job training and
placement. Such training and placement have not been avail-
able to mary mentally disablied persons remaining in or re-
leased freom such instituticas.

Laber esdzinisters several programs to help disadvantaged
persons, ircluding the mentally disabled, prepare for and ob-
taim suiteple employment. Labor has not, however, made a de-
partmentw.de, systematic effort to use its programs to help
in deinstivutionalization. Also, Labor could help HEW and
State and local mental health and retardation agencies ac-
coxplish deinstitutionalization by

--making more periodic evaluations of sheltered work-
shop compliance with regulations and success in pre-
paring clients for and placing them in competitive
employment;

--strengthening the -oi~ of the U.S. Employment Service
in assisting in deinstitutionalization;

--more aggressively using leverage available uvnder section
503 of the Rehabilitation Act of 1973, as amended, to
help cbtain sv . table employment for the mentally dis-
abled so that they can be returned to the community;
and

--determining what edditional steps can be taken to make
the Comprehensive Employment and Training Act prcyram
moxe responsive to the necds of the mentally disabled
released or to be released from public institutioms.

BACKGROUND

Recognizing the importance of job training and employment
for the handicapped, the President in 1947 established the
President's Committee on Employmant of tha2 Handicapped to ad-
vise and assist on such matters and to scrve as an advocate
faor the handicapped. 1In 1966 the Secretary of Labor was des-
igrated a member of the President's Committee on Mental
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Retardation, and in 1974 President Ford urged employers to
use the U.S. Emplovment Service as much as pessible to help
find jobs for the mentally rstarded.

In 1354 the Congress, in Public Law 565, reguired the
Employment Service to provide empleoyment counseling and
placement services to handicapped persons. It also reauired
each State employment agency to designate at least one perseon
in each employment office to see that the neads of the handi-
capped are met. In addition, legislation has been enacted
{1) authorizing employers to pay subminimum wages to the
handicapped so that they would not be denied employment op-
portunities, (2} requiring Federal contractors to take af-
Iirmative action to hire the handicapped, and (3) establishing
the Comprehensive Employment and Training Act program tO pro-
vide funds for job training and related services.

MENTALLY DISABLED IN
SHELTERED WORRSHOPS

The Rehabilitation Act of 1973 required HEW to study the
role of sheliared workshops in rehabilitating and employing
the handicapped. HEW submitted its report te the Congress in
1375. The renort, prepared by an HEW contractor, included the
following information.

--There were more than 3,900 sheltered worksheps in the
United States, 6f which Labor permitted more than 2,700
to pay subminimum wages.

-~Sheltered workshops served about 410,800 clients an-
nually; the daily average was about 148,000. About
72 percent of those served were mentally disabled--
53 percent wmentally retarded and 19 percent mentally
ill. Aabout 22 percent of the mentally ill and about
13 percent of the mentally retarded workshop clients
were from institutional settings.

--Although workshops were relatively successful in re-
ducing the number and severity of problems of the
handicapped, they had only limited success in prepar-
ing clients for and placing them in competitive em-~
ployment and in providing long-term remunerative
employment.

--Workshops placed only an estimated 10 percent of the
clieats they served annually into cozpetitive employ-
ment. The most common type of emplovment for former
workshop clients sampled was low-level, low-paying
service jobs. Only 10 percent of the 182,033 persons
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leaving workshops annvally were sstimated to be
placed into corpetitive employ™ent. The study in-
dicated that many persons from the workshops could
end up unemploved.

-~0f the 140,000 clients served dalily., zbout 100,000 were
engaged in extanded axployment by th workshop and
earned low wages. WUWorkshops servinz the mentally dis-
abled paid their clisnts about $1,03T annually. Many
continued to depené on public supoerz, such as SSI.

The contractor mzde a number of reromm=ndations, includ-
ing (1) lessening the extent =o which 83T »=s reduced as a
result of earnings, {2} making greater use cf legislative re-
quirements to employ the handicapped, and (3] intensifying
placement efforts to obtain suitable jobs.

The Wage and Beur Division, Employrent Standards Admin-
istration, is responsible for administersing Labor's program
for authorizing empliovers to pay subzinimur wages to handi-
capped workers. Division cfficials said ti=t they had not
undertaken any efforts specifically direct=Z toward the men-
tally disabled in sheltered workshops zn3d that they annually
made only a few onsite evaluaticns of wirkzzcps' compliance
with regulations. A&ccording to them, this »3s because they
did not have a specific mandate or enouzn zzaff.

MORE ASSISTANCE NEEDED
FROM U.S. EMPLOYMENIT SERVICE

State and locail employment agencies raceived about 13.3
million applications durinc fiscal yeayr 137f£. Of these about
819,000 (6 percent} were from handicapped rersons, including
about 71,300 classified as mentally i1l o7 retarded. There-
fore, less than 1 percent of all applicznts znd about 9
percent of handicapped applicants were Ilizssified as mentally
disabled. The employzent agencies placed zazat 22,500 per-
sons classified as mentally disabled &urins the year. Infor-
mation on the number ¢f these that were Zrmm institutions was
not available.

Labor's Employment Service provides fimancial assistance
to States for establishing and maintaining over 2,400 public
employment offices. These offices are ressonmsible for pro-
viding job assessment, outrezch, training, counselinc, test-
ing, placement, and followyp services t> vizious grou: s,
including the handicapped. Eowever, (1% t®»=re has been no
systematic effort to use the Employmert Service progra- to
assist in deinstitutiocnalization, (2) ixzrs=sad coopera-ion
and coordination between State mental heal:> agencies and
State employment offices were needed, and .3] Labor's
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remermr e mons moiiemn... Formula for reimbursing the States for their costs under the
program did not appear to provide suificient incentives to
work with the more severely handicapp=a4d.

For example, officials from the Massachusetts Div.zion
of Employment Security said that:

--An agreement between the department of mental heaith
and the division pertaining to cooperative efforts was
not being fully implementad. For example, at the two
instititions we visited no cone from the division was
participating in the cass conference committees as
called for by the agreement.

--Some mentally disabled persons referred to th2 division
from other State agencies were not ready for competi-
tive employment.

--Although a person in each division office had been des-
ignated as a "specialist® for services to the handi-
capped, the designaticn was only a formality in many
offices primarily because of staff shortages.

--Labor's formula for determiring the division'!s funding
level, which emphasizes the number of job placements,
has resulted in an effort to handle the nonhandicapped,
who are easier to place.

According to an cfficial from the Michigan Employment
Security Commission, persons released from mental institutions
and referred tc his agency have not always been prepared for
employment. Ille said that, vhen the mentally disabled came to
his agency for job placement, thevy frequently needed educaticn
and training before they could be considered employable. He
reportedly had difficulty placing the mentally ill because
employers were afraid tc hire them. He suggested more in-
tensive placement efforts, an sducation program for employ-
ers, and a separate agency or staff of trainzd persons to
work with the mentally disabled.

More incentives needed
for placing the handicapped

Labor uses a balanced placement formulz to allocate
evailable funds to the States. The formula, designed to
measure State agencies' performance, emphasizes the number of
job placements. Although the formula was intended to motivate
the States to serve special groups, including the handicapped,
a Labor official said the forrmula did not provide enough mo-
tivation to serve tha2 handicapped, who are harder to place.
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According to an Employment Service official, she had
neither received nor issued any instructions on the use of
the employment program to assist in deinstitutionalization.
She was aware of situations in which staff from lecal employ-
ment offices participated in release planning activities at
menta’ hospitals and institutions for the retarded, but said
this was not happening on a large-zcale, systematic basis.
She said that, were there a mandate to direct Employment
Service efforts at deinstitutionalization, Labor could re-
quire or urge State and local employment offices to become
more involved in such activities as release planning con-
ferences and to help find suitable jobs for persons being
returned to the community.

SLOW IMPLEMENTATION OF
AFFIRMATIVE ACTION
PROGRAM FOR THE HANDICAPPED

Section 503 of the Rehabilitation Act of 1973, as
amended, and Labor regulations require each Federal contractor
with a contract exceeding $2,500 to take affirmative action to
employ and advance qualified handicapped persons in carrying
out the contract. Executive Order 11758, dated January 15,
1974, gave Labor overall acthority and responsibility for im-
plementing section 503, including developing regulations.

The order alsoc required that the Federal Procurement Regqula-
tions, the Armed Services Procurement Regulations, and, to
the extent necessary, any supplemental or comparable recula-
tions by any Federal agency be amended to require compliance
with section 503 and related Labor regulaticns.

On August 14, 1975, we issued a report to Congressman
Dodd on the implementation of section 503 (MWD-76-20). We
reported that Labor's implementation had keen limited to
issuing regulations and handiing complaints by handicapped
persons alleging employment discrimination. Labor had done
little monitoring of contractors' compliance with its regu-
lations and had not enforced some of the requirements.

Labor's progress had been hindered by such difficulties
as staffing shortages, lack of coordination with State voca-~
tional rehabilitation agencies, and problems with its initial
regulations. Also, as of July 1, 1975, the Armed Services
Procurement Regulations had not been amended as required by
Executive Order 11758 to require Department of Defense ccn-
tracts to include provisions for compliance with section 503
and the regulations.
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Labor has amended its regulations and established the
Office of Federal Contract Compliance Programs to consolidate
and improve three separate affirmative action programs: those
for veterans, minorities and women, and the handicapped.

Labor officials told us in April 1975 that they had not
made any specific efforts to use the affirmative action prn-
gram to help deinstitutionalize the mentally disabled. Such
efforts may be needed, however, in view of the findings of
the HEW sheltered workshop study {see p. 166) and statements
by some officials about trouble placing mentally ill persons
because some employers were reluctant to hire them. (See pp.
168 and 198.)

LIMITED INVOLVEMENT
UNDER THE COMPREHENSIVE
EMPLOYMENT AND TRAINING ACT

The Comprehensive Employment and Training Act provides
for job training and employment opportunities for the eco-
nomically disadvantaged, unemployed, and underemployed.

Under the act State and local governments sponsor comprehen-
sive employment and training programs and receive grants from
Labor.

Services that can be provided include recruitment, orien-
tation, counseling, testing, placement, classXoom instruction,
institutional and on-the-job training, allowances for persons
in training, supportive services, and transitional public
service employment. Title III of the act provides for ad-
ditional services to persons ir particular need of such
services, including youths, offz:nders, persons of limited
English-speaking ability, older workers, and others that the
Secretary determines have pacsticular disadvantages in the
labor market.

Although these programs have served the mentally dis-~
abled, no systematic effort has been made to use the programs
to help achieve deinstitutionalization. According to a rep-
resentative from Labor's Office of Policy, Evaluation, and
Research, Labor had not worked specifically toward deinsti-
tutionalization through the Comprehensive Employment and
Training Act. Also, Labor had not designated the mentally
disabled in or out of institutions as a special target group
with particular disadvantages in the Labor market and eligi-
bility for additional services under title IIX.

Labor has, however, vorked with the National Association
for Retarded Citizens te help fund on-the-job training pro-
grams for the retarded. The association combines funds from
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Labor's Office of National Prcgrams underxr title IIX of the
act with other Lator funds it obtains from prime sponsors

--in 48 States and the District of Columbia to operate the

program. During 1975 Labor provided about $770,000 to the
program in addition to other Labor funds provided by the
States.

Under the program, the association reimburses employers
for part of the wages they pay to persons with intelligence
guotients of 80 or below during initial on-the-job training.
The entry wage must be at least $2.00 per hour and empley-—
me 1t must average 35 hours weekly during training. Certain
employers, such as Federal agencies, sheltered workshops,
and institutions for the mentally retarded, cannot participate
in the program.

Since 1967 about 12,700 retarded persons have been placed
in competitive employment under the assocation's program. It
was estimated that more than 5,500 vetarcded persons would re-~
ceive training under the program during 1975. However, the
program does not appear to be helping many institutionalized
retarded persons return to the community. According to the
association, only 183 retarded persons were moved fiom State
institutions to cuommunity employment positions under the pro-
gram in 1974,

Labor has also funded a project to train and place at
jeast 94 mentally or emotionally handicapped persons in
specific civil service positions with wvarious Wisconsin
State agencies. As of January 1976, 62 persons had been
trained and employed under the project and another 15 were
in training. Labor provided about $400,00¢C for this project,
which started in April 1974 ané is scheduled to be completed
in June 1977.
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CHAPTER 14

CONCLUSIGNS AND RECOMMENDATIONS

CONCLUSIONS

Mentally cdisa®led persons have beea released from public
institutions without (1) adequate community-hased facilities
and services being available or arranged for and (2) an effect-
ive management system to make sure that only those needinag in-
patient c¢r residential care were placed in public institu-
tions and that persons released were appropriately placed
and received needed services. As a resuit, nany mentally
disabled persons enter, reenter, or remain in public insti-
tutions unnecessarily. Many others have been placed in sub-
standard facilities or were not provided needed services.

Many persons relcased from mental hospiltals and institutions
for the retarded have been placed in nursing homes, not nec-
essarily because they were the most appropriate setting but
because they weyrc the only available alternative,

States have primary responsibility for caring for the
mentally disabled. However, the Federal Government's role
has grown to the point where it pays much of the cost both
in institutions and in communities. The availability of
funds under various programs and the restrictions and re-
quirements imposed on the States using these funds heavily
influenced the States' decisions on where to place the men-
tally disabled.

Mentally disabled persons frequently have a variety of
needs, including housing, income support, mental health ang
medical care, cducation, vocaticnal training, employment,
and social services. When a person is in a public mental
hospital or institution for the retarded, the institution is
generally responsible for identifying needs and providing or
arranging for services to meet these needs. However, when a
person is placed in the community, several agencies share re-
sponsibility for prov.ding services and funds, depeniing upon
such factors as a person's agée or income, the nature of dis-
ability or handicap, or the setting in which the person is
placed.

Because State mental health and retardation agencies had
to provide funds to operate and improve institutions for these
who needed such care, lhey could not provide all the funds
needed to place and support mentally disabled persons in com-
munities. Most of their mental health budgets were generally
used to support the care of persons in public institutions.
They therefore had to rely on cther agencies to provide funds
and services for mentally disabled persons in communities,
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In addition, other agencies are usually responsible for mon

itoring the quality of care being provided to the mentally

disabled in communities, such as those in nursing homes.
Deinstitutionalization involves all levels and branches
of government and many governmental agencies. Many problems
associated with deinstitutionalization were attributable to:

--The absence of an effective managemenc system for
clearly defining objectives, roles, respounsibilities,
actions to be taken, and monitoring and evaluation to
be done by various agencies and for effectively hand-
ling individual transitions from institutions to com-
munities.

--The lack of a systematic way to finance deinstitution-
alization which assures that perscns are placed in the
least restrictive environment most appropriace to their
needs with provision for needed services most cost-
effectively.

--The lack of criteria or standards for defining ade-
quate or acceptable cormunity placement and the least
restrictive environment appropriate to the needs of
persons with various types and degrees of mental dis-
ability.

Service delivery, legal, and financial responsibility
for the mentally disabled in communities is divided among
several agencies and all levels of government. However, with
a few exceptions, the roles and responsibilities of agencies
had not been clearly defined, understood, or accepted. Agree-
ments among State agencies were frequently made, but they were
either not comprehensive or not implemented. Saveral Federal
and State agency officials and staffs we contacted were either
uncertain of their roles and responsibilities cor said they had
none. For the most part, agencies administering programs that
could help accomplish deinstitutionalization had not assessed
the programs' impact on this goal or what more they ccould do
to help implement it. Alsc, these agencies had frequently pot
acted systematically or sufficiently to help accomplish the
goal.

] Improvements are needed in procedures for moving persons
from institutions to communities to make sure they are prup-
erly placed, continue to receive appropriate services, and are
not unnecessarily returned to instivutions. Release plans
frequently either were not prepared or were incomplete; in
some instances referral procedures were not adeguate; and
followup was frequently haphazard or nonexistent.
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In most cases effective mechanisms for dealing with the
division and fragmentacion of responsibility andéd for effect-
ively handling individual transitions from institutions to
the cormunity had not been developed or implemented. When
such mechanisms did exist for pinpointing responsibility ard
effectively handling such transitions, ccnditions appeared
to be better than when such mechanisms did not exist.

Federal, State, and local governments have not developed
systematic ways to finance deinstitutionalization and the
long-term care of mentally disabled persons not residing in
public institutions or nursing homes. State mental health
and retardation agencies, primarily responsible for the men-
tally disabled, generally devote most of their budgets to
institutional care. The National Institute of Mental Health
and tlie Developméntal Disabilities Office provide only o
small portion of the funds needed and used for care in commu-
nities. State and local agencies therefore rely on other
State and Federal aygencies to help provide funds for
community-based care. Although other agencies have given
support, they have not given enough to provide the needed
community-based facilities and services.

The lack of funds specifically for deinstitutionalization
has forced States to use whatever funds they could and to max-
imize Federal reimbursements. States have relied heavily on
thoce Feéderal funds most readily available, particularly
Medicaid and SSI. The availability of Medicaid funds for
nursing home placements (coupled with difficulties in using
such funds for other types of community care), restrictions
under SSI, and other problems have resulted in many disabled
persons being shifted from public institutions to nursing
homes, which were frequently not the most appropriate settirng.
Various restrictions and prohibitiors in the SSI program some-
times precluded the States from puttin3y together a package of
publicly funded services from several programs for persons in
the communiiy, thereby further encouraging placement in public
institutions or nursing homes under Medicaid.

There has been no clear, comprehensive, consistent
Federal strategy for helping State and local governments to
return mentally disabled persons to, or Keep them in, commu-
nities. Such questions ac whiat constitutes acceptable
community-based care and who should be treated in various
settings have not been answered. In some cases, Federal
courts have dictated procedures for answering such questionms.

In addition roles, responsibilities, resource commit-
ments, and specific actions to be taken by Federal agencies
have not teen determined. As a result, Federal agencies,
includirg HEW, have not addressed deinstitutionalization
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comprehensively or systematically or given needed attention
to it. Federal agency officials and staff administering pro-
grams that can or do greatly affect deinstitutionalization
have not viewed their programs as affecting it and have not
made such an effect an cbjective.

rederal reqguirements that can or do affect deinstitution-
alization in such areas as program plans, interagency coopera-
tion and coordination agreements, program implementation, and
monitoring and evaluation are dispersed among several programs
and agencies and have usually not been effectively applied to
insure that mentally disabled persons receive needed services
in the most appropriate setting most cost-effectively. Sus-
tained, combined efforts directed at deinstitutionalization
among Federal agencies, even within HEW, had not been under-
taken.

Mechanisms for coordinating Federal efforts either have
not addressed deinstitutionalization or have not been effect-
ive. ©Neither the Office of Management and Budget nor Federal
regional councils have addressed deinstitutionalization or
used the interdepartmental management by objectives system
to manage deinstitutionalizatior.. The President's Committee
on Mental Retardation has tried unsuccessfully to mobilize
or coordinate Federal agency efforts. An effective mechanism
did not exist within HEW for coordinating efforts for the
nmentally 111,

The two principal Federal programs specifically directed
at deinstitutionalization of the mentally disabled-~community
mental health centers and developmental disabilities--have
helped, but have not fully accomplished their objectives.
Other Federal programs have nore greatly affected deinstitu-
tionalization, but not always favorably. Developmental dis-
abilities program objectives for stimulating, influencing,
coordinating, and monitoring other agencies' activities have
not been fully achieved. Coordination among agencies has im-
proved but remains a serious problem., Likewise, many gaps in
community services and facilities remain because of (1) the
need for State mental retardation agencies to support both
institutional and community programs, (2) the need for more
community facilities and services than can be supported by
the funds available under the program, and {(3) the insuffi-
cient assistance by other Federal, State, and local agencies.

State developmental Jdisabilities councils and agencies
have recognized some of these probklems, but their authority
to resolve the problems was not commensurate with their re-
sponsibilities. Their roles for stimulating, influencing,
coordinating, mcnitoring, and evaluating other agencies need
to be strengthened and more nlearly defined, and their efforts
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in these areas need to be intensified, particularly at the
local level. HEW and other Federal agencies must also sup-

port State developmental disabilities programs by identifying

specific actions other federally supported agencies can and
should take to help accomplish program objectives,

The Developmentally Disabled Assistance and Bill of
Fights Act of 1975 contains several provisions which, if ef-
fectively implemented, should resolve many problems we ident-
ified. However, without greater commitment and cooperation
of other federally supported programs «t the State and local
level, substantial difficulty will apparently be experienced
in achieving the act's objectives.

Although CMHCs and mental health clinics have increased
the availability of community-based mental health services,
they have not been totally successful in reducing unnecessary
admissions or use of mental hospitals or in providing services
to persons released from such hospitals. Community-based
mental health services comprehensive enough to prevent unnec~
essary admissions to public mental hospitals and to provide a
full range of mental health services to persons released from
these hospitals did not exist in many communities. Medication
was the only service provided to many released patients.

A coordinated system of care for the mentally ill through
the CMHC program remains a goal rather than a reality. The
CMHC program has developed separate from the public mental
hospital system, making integration of the two care systems
even more difficult. Because programs administered by other
than mental health agencies can greatly affect deinstitution-
alization, mental health agencies, (MECs, and clinics must
work more closely with the agencies administering these other
programs.

Funding for community-based mental health services has
not grown in proportion to the need. l!lental hospitals still
generally account for the major pecrtion of State mental health
budgets, and limitations, restrictions, and other problems
have limited the oppcrtunity for using such sources as SSI,
Medicaid, and Medicare to help fund community-based care for
the mentally ill. Declining Federal financial support for
CMHCs has resulted in some communities being unwilling or
unable to participate in the program. Some of these problems,
and others, may lessen the States' ability to achieve the ob-
jectives of the Special Health Revenue Sharing Act of 1975
and the Community Mental Health Centers Amendments of 1975,

the Medicaid program appears to have been one of the most
important factors influencing deinstitutionalization., But its
impact has not been all favorable. Restrictions and
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incentives under the Medicaid program, coupled with restric-
tions and problems in other Federal programs and the lack of
sufficient Federal action to provide alternatives to nursing
home care, have resulted in shifts of:

--Many mentally disabled persons from facilities
having specific standards for their care and
treatment to skilled nursing and intermediate
care facilities which generally do not have to
comply with such standards.

-~-The costs of caring for the mentally disabled
from mental health to welfare budgets and from
State to Federal budgets.

--Responsibility for caring for the mentally dis-
abled from the mental health system to the wel-
tare system, which was frerquently not prepered
or equipped to handle the special needs of the
mentally disabled.

Other than SNFs and ICFs, the development and use of al-
ternatives, such as day treatment, clinic services, or home
health, to inpatient mental hospital care and residential
care in public institutions for the retarded under Medicaid
has been limited. Federal requirements that directly or in-
directly pertain to the development or use of such alterna-
tives differ by type of Medicaid coverage--inpatient mental
hospital care for persons 65 or older or under 21 and resi-
dential care in public institutions for the retarded. HEW
needs to more aggressively monitor and enforce existing re-
quirements. Incentives for developing and using alternatives
to inpatient, resifertial, 2nd nursing home care and measures
for reducing and eliwminating restrictions against or impedi-
ments to developing and using such alternatives need to be
explored.

HEW was not enforcing its regulations that required
States receiv’ng edicaid reimbursement for the care of per-
sons 65 or oclder :n mental hospitals to make at least annual
showings that they were satisfactorily progressing toward de-
veloping and implementing comprehensive mental health programs
for persons of all ages. States receiving Federal Medicaid
reimbursements for the care of retarded persons in public in-
stitutions are not required to develop and implement plans
for using community-based alternatives. HEW requlations re-
quire that States document instances in which persons are
placed in ICFs only because of the absence of alternatives
and that active exploration for alternatives be initiated.

dore emphasis needs to be placed on effectively inplementing
this requirement.
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SNFs and ICFs have many mentally disabled patients and
residents, but there are ne special standards for them except
when nore than half the residents in an ICF are retarded. 1In
some States, SNFs and ICFs have been fillied with so many men-
tally disabled persons that other persons needing care in
such facilities cannot obtain i*t. A&s a result, excessive
costs have been incurred urnder Medicaid for unnecessary stays
in general hospitals. Alsc, in some instances States appar-
ently may be improperly claiming Federal reimbursement for
mentally ill persons under €5 in those SNFs and iCFs in which
more than half the patients or residents are mentally ill.

HEW also needs to improve its progranm for identifying
and correcting situations in which mentall r disabled persons
are inappropriately placed or are not rec: ving 2ded serv-
ives in public institutions, SNFs, and ICss, Utilization
controls have not achieved their intended rasults.

Required reviews were freguently either not done or not
done propzrly. Deficiencies identified by such reviews were
not always corrected becauss effective mechanisws 4id not
exist for resolving differexzces of opinion, State Medicaid
agencies did not always make sure that appropriate acticn was
itaken in response to the reports and recommendations of re-
view teams, or suitable alternatives did not exist. If vtil-
ization controls are to be effective, more efforts need to
be devoted to developing such alternatives to care in mental
hospitals, institutions for the retarded, SNFs, and ICFs.
There also appears to be a need for mental health and retarda-
tion professionals to participate in the utilization control
process for mentally disabled persons in SNFs and ICFs.

For the most part, States have not implcecmented systematic
procedures for release planrning and followup to make sure that
persons receive needed services in the community and that
their placement continues, t¢ be appropriate. HEW needs to
clarify and strengthen its requirements for release planning
and followup, provide more assistance to the States in devel-
oping systematic approaches to release planning and followup
through Medicaid and other programs, and monitor and enforce
compliance with applicable reguirements.

Many mentally disabled persons need supervision and sup-
port services in addition to room and board but do not need
the medically oriented care provided or required to be pro-
vided by ICFs. Because of the complexities of Medicaid re-
quirements and their orientation toward medical rather than
rehabilitative or developmental needs, the development of
ICFs with less than 16 beds for the retarded has been limited.
Also, restrictions in the SSI program, if enforced, would
limit or prohibit che use of such funds for persons needing
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some supervision and support services, thereby limiting the
States® ability to use alternatives to ICFs. Because of
these problems, there is a need to determine how Federal
funds could best be used to help the States provide the type
¢f care needed by mentally disahled persons not always need-
ing the medical care typically asscciated with ICFs.

Furthermore., efforts . wwlic institutions for the
retarded to comply with IC .+ irements could result in the
inappropriate placement of ret>xvded persons in communit. es
or the expenditure of funds to . orove institutions to a
greater extent than necded inasmuch as manv of th2 residents
and those on the waiting lists are believed not to need care
in such facilities. HEW therefore needs to closely monitor
and evaluate the impact of its ICF regulations in this
regard.

The Medicare program may be encouraging unnecessary
hospitalization by restricting outpatient mental health
care it covers to 50 percent of the cost, or $250 annually,
whichever is less. This dollar limitation has not changed
since the Medicare program was enacted in 1965 despite
increases in the costs of medical care. In addition, HEW
wonitoring of State agency surveys of mental hospital com-
pliance with discharge planning and followup regquirements
under Medicare has been limited. Furthermore, HEW fre-
quently did not obtain first-hand information on the extent
to which mental hospitals corrected deficiencies it identi~
fied because it did not make routine and systematic surveys
at such hospitals.

S8I funds have helpea mentally disabled persons return
to and remain in communities. However, the lack of stand-
ards in the SSI program has allowed persons to be placed into
substandard facilities or without provision for cupport ser-
vices. In addition, certain aspects of the SSI program may
have hampered deinstitutionalization by inadvertantly result-
ing in the inappropriate placement of mentally disabled
persons. K

Reductions in SSI payments resulting from support and
maintenance provided by public agencies may have influ=nced
the placement of persons in ICFs under the Medicaid program.
The prohibition of SS1 payments to persons in community-based
public facilities and the financial incentives to the States
under M=dicaid compared to SSI (1) may have resulted in the
placement in ICFs of persons who did not need that level of
care and (2) may have inhibited the provision of halfway
house services by publicly operated CMiCs. Enforcement of
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SSI requirements pertaining to the reduction of SSI benefits
for persons placed in facilities providing services that
could be provided in ICFs under Medicaid also could have
hindered the development of alternatives to institutional
and nursing home care. Financial incentives to the States
under Medicaid relative to SSI could also result in persons
being placed in ICFs to enable the State to minimize its

own expenditures.

The social services programs have provided funds for
helping mentally disabled persons return to and remain in
communities. Although many mentally disabled persons have
been released from public institutions without provision
for needed services, many States had not used all the Federal
funds available to them under the social services programs.
Reascns for this included the controversy and confusion
surrounding the program and the inability or unwillingness
of States to provide the necessary matching funds.

In addition, HEW had not monitored or enforced require-
ments for social service plans responsive to individual needs
and for appropriate foster placements. A new social services
program went into effect in 1975. However, HEW's regulations
for the new program do not require that service plans be
responsive to each person's needs or that foster placements
are and continue to be appropriate. Furthermore, although
deinstitutionalization is a program goal, HEW's regulations
do not require States to link their program plans to similar
goals of mental health agcncies, CMHCs, or other agencies.

HEW and State vocational rehabilitation agencies need
to give more emphasis to serving the more severely mentally
disabled. HEW needs to (1) define an appropriate role for
the vocational rehabilitation p-ogram for assisting in
deinstitutionalization, (2) provide more assistance and
guidance to States and monitor and evaluate their efforts
relating to this goal, (3) clarify the definition of szvere
disability for the retarded and make sure that the States use
consistent classification procedures, and (4) make sure that
decisions to deny vocational rehabilitation services are
made in accordance with its regulaticns.

Rehabilitating the more severely mentally disabled will
clearly Le more difficult and costly than rehabilitating the
less severely disabled. However, if these persons are to
be successfully deinstitutionalized, their needs must be
better recognized. Because of the pressures on the State
agencies to show successful rehabilitations, funds m:y aeed
to be earmarked for these persuns so that they will r ot have
to compete with the less severely disabled in the community.
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"he lack of suitable housing is preventing many mentally
disabled persons in public institutions from being returned
to the community and causing others to l'e inappropriately
placed in nursing homes. The Federal Government, pcimarily
through Medicaid, is paying at leas* half the cost. for
caring for many of these persons.

kecognizing the need for suitable community housing for
the retarded, the President directed HYD to help develop
special housing arrangements to facilitate independent 1living
for retarded persons in the community. hUD had not taken
substantive action to inform or instruct its headquarters
and field staffs or local housing authorities about what
they were to do to carry out the President's directive.
Almost without exception the officials and specialists for
the elderly and handicapped we contacted in HUD's regional
and area offices were not aware of the Presidential direc-
tive, did not know that the retarded could be regarded as
handicapped for HUD programs, and had not acted to inform
or instruct local housing authorities or others about what
they could do to help in deinstitutionalization or to con-
sider the needs of the mentally disabled in their housing
assistance plans.

Local housing authorities we contacted had generally
not identified the needs ¢f the mentally disabled in their
housing assistance plans. Many did not understand how their
programs could assist in deinstitutionalization.

Labor programs have helped mentally disabled persons
return to communities from institutions by providing job
training and placement and by authorizing the payment of
subminimum wages so that the mentally disabled who were not
fully productive could be employed. The Secretary of Labor,
however, had not informed or instructed the Department's
staff about their roles and rerponsibilities for helping in
deinstitutionalization, and rogram administrators had not
considered their progrems' impact on this objective. Many
mentally disabled persons served by sheltered workshops were
not placed into competitive, productive employment, and
others need job training and placement assistance to help
them lead normal or close to normal lives in the community.

Actions Labor can take to more effectively help mentally
disabled persons return to and remain in communities include
(1) making more periodic evaluations ¢f ihe progress made by
sheltered workshops in preparing mentilly disabled persons
for and heicing them obtain suitable employment and (2)
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strengthening the role of the Employment Service, Compre-
hensive Employment and Training Act programs, and the affirm-

‘ative action program for the handicapped to help train and

place mentalliy disabled persons.

RECOMMENDATIONS TO THE CONGRESS

Solutions to many deinstitutionalization problems in-
volve many Federal agencies under different congressional
committees. Therefore, we recommend that each House of the
Congress consider designating a committee with overall respon-
sibility to oversee all Federal efforts toward deinsitutional-
ization of the mentally disabled. This committee should:

~-Make sure that Federal programs be directed so that
the congressional policy that the mentally disabled
have a right to be treated in the least restrictive
setting appropric.e to their needs is achieved. For
example, the Congress could make deinstitutionaliza-
tion a specific objective of HUD's housing and com-
munity development programs

--Establish legislative linys among federally supported
programs so that they are mutually supportive
in accomplishing deinstitutionalization and that they
are used to make sure that mentally disabled persons are
placed in the least restrictive setting appropriate
to their needs with needed support services provided
most cost-effectively. For example, Medicaid requires
States to implement utilization control programs to,
among other things, identify persons inappropriately
placed in mental hospitals, SNFs, and ICFs, including
institutions for the retarded. Federal legislation
also requires States to develop plans for eliminating
inappropriate institutional placements under develop-
mental disabilities and mental health programs. How-
ever States are not required to specifically identify
how they will implement their title XX programs to
(1) help eliminate or reduce inappropriate placements
identified by utilizdtion controls, (2} support State
mental health and developmental disabilities programs
aimed at deinstitutionalization, or (3) help make sure
that eligible persons released from institutions are
not placed in substandard facilities or without pro-
vision for needed services.

Because the lack of coordination and case management at
the local level was identified as a major problem, the Con-
gress should ccnsider reguiring State developmental disabili-
ties programs to concentrate on the solution of this problem.
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Also, the Congress should corsider amending section
1833(c} of the Social Security Act to increase the amount of
cvutpatient mental health coverage available under Medicare.
This could be done by increasing the $250 limit, the percent
of Federal reimburserent, or both or by authorizing a combined
limit on inpatient and outpatient mental health care to en-
courage outpatient care.

In several laws the Congress has expressed its prefer-
ence for community-based care for the mentally ill. Declin-
ing Federal financial support for CMHCs has impeded the
development of them and of mental health programs in communi-
ties. There remains a critical shortage of community mental
health servieces, and successful methods for financing these
services have not yet been developed. The most direct
Federal funding for such services comes from the CMHC and
Special Heal*h Revenue Sharing prcgrams. Although Special
Health Revenue Sharing funds are administered by the States,
CMHC grants are generally made directly by the Federal Gov-
ernment to local applicants. As a result, two separate
mental hLealth "systems® continue to be promoted--mental
hospitals and CMHCs. C(oordination between CMHCs and mental
hospitals and between mental health agencies and others
remains a serious problem.

Therefore, the Congress should consider consoli-
dating the funds earmarxed for mental health under t'.-
Special dealth Revenue Sharing and CMIC programs into a
formula grant to State mental health agencies. This combined
grant could (1) more effectively accomplish the objectives
of the two programs, {(2) give State mental health agencies
greater capability and flexibility so they can rnrovide a
coordinated, comprehensive mental health system with emphasis
on community-based care, and (3) provide a mre stable fund-
ing source for community mental health servic 3 until other
funding methods are fully developed.

Brcause of (1) the problems cited by the Department of
Labor that could hinder greater effcrts for the mentally dis-
abled in its programs, (2) the problems cited by an HEW con-
tractor regarding finding suitable jobs for the mentally
disabled leaving sheltered workshops, and (3} the problews
experienced by State vocational rehabilitaticn agencies in
serving the more severely mentally disabled, the Congress
should consider whether additional legislative initia-
tives are needed to help Federal, State, and local agencies
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expand their efforts for the severely menta%ly di§abled.

One problem appears to be insufficient consideration for the
extra efforts and difficulties involved in trying to help
grocups with particular disadvantages, such ..s the mentally
disabled. Options to consider include earmarking funds for

__ this purpose or establishing a weighted case closure or fund-

ing formula to encourage services to this group.

RECOMMENDATIONS TO

THE DIRECTOR OF OMB

We recomrnend that the Director of OMB:

1.

Direct Federal agencies to develop and implement
an interdepartmental objective for accomplishing
deinstitutionalization and recommend that the
President adopt deinstitutionalization as a Presi-
denlial objective in the interdepartmental manage-
ment by objectives system.

Clearly identify the roles and responsibilities of
and specific actions to be taken by Federal agen-
cies,

Direct Federal regional councils to mobilize, coor-
dinate, and evaluate Federal agency Jdeinstitutional-
ization efforts at the regiocnal lewvel,

RECOMMENDATIONS TO THE

SECRETARY OF HEW

We

4.

|1\ ) N

recomm2nd that the Secretary of KEW:

Define roles and responsibilities of and specific
actions to be taken by HEW agencies to accomplish
deinstitutionalization objectives.

Designate an agency or official responsible for
overseeing and coordinating the Department®s efforts
relating to deinstituvtionalization. '
i
Determine how best to make sure that State agencies
administering liZW-surported programs develop and
implement effective case management systems for
persons being released from publie institutions
so that (a) individual's needs are fully
assessed, (b) arrangements are made for appropriate
placement and needed services, (c) sufficient
followup is provided to ascertain that placements
continue to be appropriate, services needed are
received, and changes needed in placement or ser-
vices are effected, (d) responsibilities and
accountability are clearly identified, and (e} pro-
grams are evaluated for their cost effectiveness.
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10.

11.

12.

13.

Determine what changes need to be made in the Medi-
caid program or other Federal programs to give States
incentives to (a) place mentally disabled and other
persons needing housing, income maintenance, some
supervision, and support services, but not always
medical care, in the most appropriate setting and

(b} avoid unnecessary placements in SNFs and ICFs.

Determine what roles CMHCs, developmental disabili-
ties, social services, and other Federal programs
should have in helping to resolve the problems
associated with the placement of large numbers of
mentally disabled persons in SNFs and ICFfs and to
achieve systematic approaches to release planning
and followup.

Require HEW agencies tc help States develop alter-

native facilities or provide services to those persons

identified by independent medical or professional re-

view teams to be inappropriately placed or not receiv-

ing appropriate services.

Guide HUD, Labor, ACTION, and other Federal agencies
on specific actions they can take to assist in
deinstitutionalization and recommend to the Presi-
dent that such actions be taken.

Develop a coocrdinated departmental research, evalu-
ation, and terhnical assistance effort to help the
States provide cost-effective community-based care
to the mentally disabled who are more appropriately
served there than as inpatients or residents in
institutions.

Determine, in consultation with the States, a clear
and consistent Federal role in the mental health
and retardation area and make appropriate recommnen-
dations to the Congress for a long-term .pproach

to alleviating the problems identified in this
report.

Establish guidance or criteria, in cooperation with
the States, on (1) the least restrictive environment
appropriate for persons with various types and
degrees of mental illness and retardation and (2)
under what conditions (for example, the types,
qguantities, and quality of facilities and services
available) persons should be treated in institutions
or communities.

i85
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15,

Roquest permission from the House Committee on Interstate
and Foreiagh Conmerce and the Senate Committee on Labor
and Public Welfare to accept this report and the five re-
lated reports to the directors of the HEW regional offices
as partial fulfillment of the requirements for studies in
section <04 of Public Law 94-103.

Roguire fhW-supported State and local egencies to coor-
ginate with State developmental disabilities councils and
agencies in achieving deinstitutionalization objectives.

Developmental disabilities

16,

17,

18.

19.

20.

21‘

More clearly identify in HEW's regulations the responsi-
bilities of Stzte developmental disabilities councils

and agencies for stimulating, influencing, coordinating,
monicering, and evaluating other agencies' activities, in-
cluding local housing are community development, employ-
ment, and manpower trainung. This ecould include requiring
State developmental disabilities ceuncils or agencies to
help (a) local governments prepare and implement their
housing assistance and community Jevelopment plans as
they relate to the needs of the developmentaliy disabled
and (b) State and local employment agencies in develop-
ing better ways to assist in deinstitutionalization by
providing training to their staffs and encouraging them
to participate in release activities.

Monitor and evaluate Stawe progress and problems in car-
rying ouc thelr responsibilities.

Require State developmental disabilities councils and
agencies ta devote more effort to local coordination,
particularly in recard to making certain that agency re-
sponsibility for providing facilities, services, and fol-
lowup for persons in the community is defined.

Designate the problems identified in this report as areas
of national significance and direct that: some of the De-
partmeat's discretionary funds be used to develop and
test solutions.

Require State developmental disabilities councils to make
sure that the roles and responsibilities of and specific
action to be taken by State and local agencies for deln-
stitutionalization are identified.

Obtain the assistance of State Sovernars in making the de-
veloprental disabilities program more effective in coor-
dinating and stimulating State and local agency efforts
toward deinstitutionalization.
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Special Health Revenue Sharing and CMHCs

R

Medicaid

2

2

2.

3.

Direct that State mental health plans required under the
Special Health Revenue Sharing Act of 1975 clearly
identify the roles and recponsibilities of mental hospi-
tals, CMHCs, clinics, and other agencies for mentally ill
perscns in communities and that States describe procedures
for making sure that these are understood and accepted,
through such mechanisms a3 agreements among the concerned
organizations. The agreements could cover such responsi-
bilities as developing, oroviding, or funding community
alternatives to institutional care: preparing and imple-
menting individual service plans; following up on porsens
after release from mental hospitals:; and overall monitor-
ing, evaluation, and case management to make sure that the
system established functions effectively.

Monitor and enforce compliance with Medicaia regulations
requiring that:

a. States prepare annual reports on progress toward
developing and implementing comprehensive mental
health programs for persons of all ages. This
should be coordinated with requirements under the
Special Health Revenue Sharing Act of 1975.

b. States (1) document instances in which persons are
placed in ICFs because of the unavailability of
community alternatives and {2) actively seek al-
ternatives.

¢. Release plans which include arrangement for ap-
propriate services, protective supervision, and
followup be prepared and implemented.

i
d. SNFs and ICFs be capable of providing appropriate
restorative and development services to their men-
tally disabled patients and residents.

e. Mentally ill sersons under b5 are not entitled to
Medicaid benefits in SNFs and ICFs considered to
be institutions for mental diseases,.

f. Interagency agreements required under Medicaid are
developed and implemented and adequately address
roles and responsibilities for deinstitutionaliza-
tion.
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24.

25,

26,

27.

28,

29.

30.

31.

32.

Clarify and strengthen release plannirg and followup re-
quirements so that persons' comprehensive needs

are assessed and that responsibilities for implementing
release plans and followup are clearly identified. Make
release planning requirements as consistent as possible
for mental hospitals, SNFs, and ICFs, including institu-
tions for the retarded. This should be done in coordina-~
tion with the Bureau of Health Insurance and other appro-
priate agencies.

Help States develop and implement systematic approaches
to release planning and followup.

Guide the States on the types of services to be provided
to mentally disabled persons in SNFs and ICFs.

Clarify the ICF regulations on faciiities with fewer than
16 beds and determine whether the requircoments are too
medically oriented to meet the needs of the retarded.

Evaluate the impact that the 1977 ICF standards will have
on deinstitutionalization and determine whether national
policies or actions will be needed to preclude the re-
lease of retarded persons to inappropriate ccmmunity set-
tings as a result of efforts by public institutions to
meet staffing and other requirements.

Require States to effectively implement utilization con-
trols and make sure that they accomplish intended results
through HEW's validation surveys.

See that more mental hospitals and institutions for
the retarded are included in validation surveys of State
utilization control programs.

Require that mental health or retardation professionals
be included on such validation surveys to evaluate the
appropriateness of placement; feasibility of alternate
placement; and appropriateness of services for mentally
disabled persons in public institutions, ¢NFs, and ICFs.

Require that (a) State independent review teams include
mental health or retardation professionals, as appro-
priate, to make similar evaluations for the mentally
disabled or (b) State review teams determine that such
evaluations had been made for mentally disabled persons
by qualified mental retardation or mental health pro-
fessionals or provide additicnal training in mental
health and retardation to those conducting independent
reviews for the States.
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34.

Medicare

35.

Require State Mecdicaid agencies to see that other

State and local igencies responsible for planning, devel-
oping, and providing comnmunity-based alternatives or
services becoms a formal part of the utilization.control

process by receiving pertinent reports and reccmmendations
of independent review teams.

Make certain that States have effective mechanisms for
implementing reccmmendations of independent review

teams and for recolving differences of opinion between
the teams and staifs at the facilities being reviewed.

txpand monitoring and enforcement of requirements for
release planning and followup at mental hospitals under
Medicare to provide more systematic coverage of such
facilities. This should be done in conjunction with
similar efforts for compliance with Medicaid require-
ments.

Social services

36.

37.

38.

Cvaluate State implementaticn cf HEW regulations under

title XX to determine whether (a) individual needs are

being fully assessed, (b) services provided are respon-
sive to individual rneeds to keep persons in the commu-

nity, and (c) more specific requirements for individual
service plans are needed.

Consider the desirability and feasibility of reguiring
States participating under title XX to (a) make certain
that eligible persons placed in foster care or other resi-
dential settings by State or local agencies are in set-
tings which are appropriate to their needs ard which meet
applicable minimun standards, that they receive appropriate
services, and that they continue to be aprropriately placed
and receive appropriate services responsive to their needs
and (b) provide certain services to eligible persons to
enable them to return toe or remain in communities, partic-
ularly to help prevent admission or readmission to public
institutions.

Evaluate the extent to which State title XX agencies
describe and implement coordinated planning and serv-
ices provision with .other agencies, such as develop-
mental disu..ilities, health, mental health, Medicaid,
social security, education, and housing, as they re-
late to deinstitutionalization. Determine whether
legislative or regulatory changes or other actions
are needed to help insure adeguate linkages among
related programs.
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Vocational rehabilitation
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39. Provide more assistance ané guidance to State voca-
tional rehabilitation agencies and monitor and eval-
vate their programs so that they devote appropriate
efforts to help the more severely mentally disabled,
particularly those in and released from institutions.
This sheuld be done in coordination with NIMH, DDO,
and the Department of Labor.

40, Clarify the definition of severe disability as it re-
lates to the retarded and make certain that States are
using consistent procedures and criteria for classify-
ing persons as retarded.

41. Make certain that decisions to deny vocational serv-
ices to the mentally disabled on the basis of their
incapability of achieving a vocational goal are macde
only when the absence of vocaticnal potential has
been demcnstrated beyond any reasonable doubt and in
consultation with a mental health or retardation pro-
fessional.

RECOMMENDATIONS TO THE
SECRETARY OF HUD

We recommend that the Secretary of HUD, in cooperation
with HEW:

42. Direct that a Department~wide action plan be devel-
oped, possibly through its MBO system, identifying
roles and responsibilities of component agencies, as
well as specific steps to be taken, to assist in de-
institutionalization,

43. Expand efforts to inform and train regional and area '
c¢ffice personnel on the applicability of HUD programs
to deinstitutionalization and what their specific re-
sponsibilities are, including actions to be taken.

44. Issue guidelines to HUD regional and area offices and
to local governments and housing and community develop-
ment agencies so that mentally disahleu persons are
housed in appropriate facilities and that arrangements
for support services have been made with mental health,
social services, or other agencies and organizations.
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45.

46,

47.

Direct that regional and area office personnel werk
more closely with HEW, State, and local mental health
and mental retardation officials so that housing pro-
vided to the mentally disabled is appropriate.

Inform local governments and housing and community
development agencies, as well as directors and man-
agers of HUD-assisted projects, on the applicability
of HUD-assisted programs to the mentaily disabled and
on specific steps that can be taken, such as earmark-
ing a specific number of housing units for the men-
tally disabled.

Monitor and evaluate the extent to which and how the
mentally disabled have been served by HUD-assisted pro-
grams and the extent to which local agencies have con-
sidered the needs of the mentally disabled in their com-
munity development and housing assistance plans.

RECOMMENDATIONS TO THE

SECRETARY OF LABOR

We recommend that the Secretary of Labor, in cooperation

with HEW:

48'

49.

50.

51.

52.

Direct that a Department-wide strategy and plan be
developed and implemented to help accomplish dein-
stitutionalization objectives.

Expand efforts to monitor and evaluate the ccmpliance of
sheltered werkshops with requirements.

Strengthen the role of State and local employment agencies
by (a) encouraging or instructing them to assist mental
health and retardation agencies by participating in re-
lease planning and followup and helping to find suitable
jobs for the mentally disabled, (b) providing more in-
centives to them to assist the more severely mentally
disabled, and (c) making sure that the specialist for

the handicapped in each employment office is ade-

quately trained to help the mentally disabled.

More aggressively monitor and enforce the requirements
under section 503 of the Rehabilitation Act of 1973, as
amended, sco that employers take affirmative action

to hire the handicapped, including the mentally disabled.

Determine what additional steps can be taken to make the
Comprehensive Employment and Training Act program more
responsive to the needs of the mentally disabled released
from public institutions.
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CEAPTER 15

AGENCY COMMENTS AND OUR EVALUATION

We received comments on a graft of this report from the
Qffice of Management and Budget: the Departments of Health,
Education, and Welfare; Housing and Urban Development; Labor;
and Justice; and the National Asscciation of State Mental
Hezlth Program Directors.

These Federal agencies and the association generally
agreed with the thrust of our report. HUD and the Depart-
ment of Labor generally concurred in our recommendatiuns and
outlined a number of actions they have taken, were taking, or
plznned to take to help in deinstitutionalization.

Because of the complexities of the issues and the number
of zgencies involved, HEW provided only brief formal comments
on cur draft report and did not comment on our recommenda-
tions. However, the HEW Assistant Secretary for Planning
and Evaluation was given respornsibility for coordinating the
Department's response to our recommendations and for develop-
ine an implementation plan. BEW said this plan and HEW's
conzents on our recommendations will be provided within 60
days following the issuance cf this report.

The coiments we received and ocur evaluation are sum-
marized below.

OFFICE OF MANAGEMENT AND BUDGET

OMB endorsed the goal of zppropriate care and treatment
of the mentally disabled with a full range of community care
as an alternative to institutional care. It cited its pro-
posal to consolidate 16 categorical Federal health programs
as an attempt to help overcome the fragmentation problem.

OMB stated that the administration will ceatinue to sup-
por* appropriate services to the mentally <isabled by

--requesting appropriate levels of Federal resources
to suppoert State and cemzunity efforts to develop
appropriate service alternatives for the mentally
disabled; -

--supporting the State and local decisionmaking respon-
sibilities in this area; and

--proposing consolidation into block grants of narrow
categorical health and related service programs which,
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coordination at the State and local level extremely
difficult,

OMB said, however, that the actions we proposed it take,
as stated on page 184, were unwarranted 214 would constitute
an unjustifiable intrusion into traditional and appropriat-=
State and local responsibilities. We recognize that improved
coordination at the local level should result from removing
impediments at the Federal level, such as the multiplicity
of programs. However, this will bhe a long-term effort, and
even with some program consolidation, there are and will be
several Federal departments and agencies administering pro-
grams that can, do, or could affect deinstitutionalization.

Because OMB and Federal regional councils are respon-
sible for coordinating Federal agencies® activities, we be-
lieve the actions that we are recommending they take are
necessary and appropriate. Further, we do not believe these
actions would interfere with State and local responsibili-
ties. The actions we are recommending are aimed at making
certain that roles, responsibilities, and actions to be
taken by Federal agencies within their legislative authority
are clearly identified and that their activities are coor-
dinated and evaluated. The recommendations are aimed at (1)
removing obstacles to the development of appropriate commun-
ity alternatives for the mentally disabled, (2) providing
positive actions by Federal agencies to assist State and
local governments in deing this, and (3) enhancing inter-
agency colliaboration.

DEPARTHMENT OF HEALTH,
EDUCATION, AND WELFARE

HEW generally agreed with the thrust of our report and
recommendations. Because of the many HEW agencies involved
in deinstitutionalization and the complexities of the issues,
HEW provided only brief formal comments on our draft report.
However, HEW staff provided informal comments on our draft
report, and we made technical changes where appropriate.

In addition, HEW staff beli:ved that certain aspects of
deinstitutionalization needed further analysis and considera-
tion. Some of their comments follow.

Assistant Secretary for
Planning and Evaluation

Deinstitutionalization is a joint responsibility of Fed-
eral, State, and local governments. Although there are many
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actions that the Federal Government could and should take to

address deinstitutionalization, it is largely a State respon-
sibility and the impetus must come from the States. Some of

the major reforms States must be willing to make are

--reforming budget processes to enable funds to flow
to a variety of care settings rather than only to
institucions,

-~coordinating different services at State and local
levels,

—-extending existing or developing new intergovernmen-
tal relations with communities and shifting partial
or total responsibility for care to communities,

-~developing community services,

--working with communities to help them become more
receptive to having mentally disabled persons reside
in their neighborhoods, and

--working with unions and State employees whose employ-
ment in institutions may be affected.

The Federal Government should assist States in these
actions through fiscal incentives and capacity building ef-
forts.

More emphasis needs to be placed on determining the
costs of serving persons in alternative long-term care set-
tings. Findings of various studies comparing the costs of
institutional and community care are not conclusive and in-
dicate that the state of the art of determining the costs of
alternative care settings needs to be further developed.

Assistent Secretary for Health

Better planning efforts at Federal, State, and local
levels are needed so that a balanced system of care is devel-
oped which provides relevant and high-guality services in
institutions and communities. Also, fiscal incentives are
needed to encourage local communities to accept responsibility
for serving the more chronically disabled, and more interac-
tion is needed between State and local governments.

The problem of finding, training, and supervising, and

monitoring the personnel needed in a community care systen
needs to be addressed. The National Institute of Mental
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Health has recently identified training and retraining for
deinstitutionalization and community support as a major prior-
ity for its services manpower pregram. Also, the Division of
Long-Term Care in the Health Resources Administration believes
that there is a need to increase efforts to adequately pre-
pare staff in community long-term care faciiities to serve
persons released from State institutions and that such efforts
are related to its mission.

There are no clear and generally agreed upon criteria -
for determining what services and settings are most appro-
priate and least restrictive for persons with different types
and degrees of mental illness or disability under varying cir-
cumstances. There i1s a need for (1) additional research to
determine the relative costs, benefits, and cost distributior
among agencies for community-based care and rehabilitation
programs and (2) continuing discussion apout this issue among
consumers, service prceviders, professionals, citizens, law-
yers, and others.

Assistant Secretary
for Human Development

Since the enactment of the Rehabilitation Act of 1973,
State vocational rehabilitation agencies have been realigning
their resources to concentrate on serving more persons with
severe mental disabilities and have increased the proportion
of rehabilitated persons who are classified as severely men-
tally disabled. However, program improvements in the coverage
of mentally disabled persons, including those in institutions,
do need to be made.

The Education for All Handicapped Children Act of 1975
provides for substantial Federal support for the education
of handicapped children both in public schools and in institu-
tions. The implementation of this act can greatly affect de-
institutionalization. .

DEPARTHMENT OF HOUSING
AND URBAN DEVELOPMENT

HUD stated that, in general, our report accurately re-
flected many problems historically associated with attempts
to use its housing programs for mentally disabled persons.

In regard to our recommendations, HUD stated that it has
taken, was taking, or would take several actions to improve
the Department's responsiveness to the Federal deinstitution-
alization effort. HUD said that it:
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--~Issued instructions to its field offices in early 1975
directing its regional administrators to give adeguate
and full support to increasing HUD's responsiveness to
the special needs of the elderly and handicapped.

--Selected 10 applicant groups in April 1976 for direct
loans whose projects should provide about 450 living
units for the developmentally disabled. These projects
will be monitored by HUD in cooperation with HEW and
will serve as a basis for establishing stardards for
this type of project and should permit greater use of
HUD programs for such facilities.

--Has established a departmental action force to plan
for the implementation of section 504 of the Rehabili-
tation Act of 1973 (see p. 215) pending the issuance
of guideiines by HEW.

-~Was considering adopting reculations that would pro-
hibit automatically denying admission of mentally re-
tarded or mentally ill persons, as defined in HUD
legislation, to low income housing.

~-Was directing its field offices to screen more care-
fully all community development applications for
strict compliance with requirements to assess the
housing needs of the handicapped. However, HUD said
it is difficult to find that local housing assistance
plans are not consistent with housing and community
needs and objectives as the plans relate to the handi-
capped because complete data on such needs and objec-
tives usually is not available.

--Will revise its low income housing production proce-
dures so that they address the hocusing needs of the
mentally disabled as well as the needs of the elderly
and physically handicapped.

--Will sponsor a demonstration and evaluatior of small
group homes which will result in guidelines for HUD
staff and for sponsors on how to develop such facili-
ties for the handicapped using HUD resources.

--Plans to sponsor a conference of housing managers for
the handicapped to enable them to discuss their man-
agement problems, exchange ideas, and learn of new
concepts to enhance the development and delivery of
housing for the handicapped.
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In addition, the Assistant Secretary for Consumer Affairs
and Regulatory Functions said that she was incorporating a
number of action steps into the fiscal year 1577 operating
plan under the Department’s Goals Management {management by
objectives) System aimwed at preventing unnecessary institu-
tionalization of mentally and physicaily handicapped persons.
Specific actions will include

--a review of the applicability of existing HUD minimum
property standards to the development of small group
homes and similar supportive-type living arrangements,

--a mangement meeting with HUD field personnel to enhance
their capability to help sponsors use HUD resources to
meet the specizl housing needs of the handicapped,

--coordinating the publication and distribution of an
updated management guide for corgregate housing facil-
ities, and

--assuring the delivery of adeguate social and other
services in coordination with other Federal agencies,

The Assistant Secretary will also cocordinate consumer
input into the formonlation of HUD policy on criteria for
selecting applicants for loans under its section 202 program
for the elderly and hendicapped. The goal will be to make
certain that small, nonprofit, community-based organizations
are afforded the same opportunity to receive funding as are
larger, more experienced applicants.

With respect to recommendation # 44, HUD stated it could
not issue guidelines to make certain that adequate facilities
and supportive services are provided to the mentally disabled
through the community development block grant program because
such action would be contrary to legislative intent. However,
our recommendation was not intendel to mean that HUD funds
necessarily be used, but rather that organizations responsible
for administering HUD-~assisted programs make certain that men-

-tally disabled persons are not placed in their facilities

without assurances from mental health, social services, or
other agencies or organizations that the facilities are ap-
propriate and that needed supportive services will be pro-
vided.

We believe that the actions recently taken by HUD as
well as those it is taking and plans to take are responsive
to the needs of the mentally disabled and to our recommenda-
tions. We believe, however, that HUD should work with HEW
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to develeop and implement effective procedures for raking cev-
tain that the housing and community develnpment neels of the

- mentally disabled are identified an‘l made available-2o local
governments and HUD field offices. One potential scurce of
some of this inf -mation might be the reports of indervendent
medical and prc. ,sional review teams reguired under Medi-
caid. (See ch. . )

DEPARTMENT OF LABOR

The Department of Labor, which provided oral comments
on our draft report, generally agreed with our findirngs and
recommendations. Labor officials said that Labor programs
have helped train and find jobs for many mentally Zisabled
persons. They stated, however, that providing more help to
the mentally disabled presented particularly difficult prob-
lems, especially in its Employment Service and Cowtreshensive
Employment and Training programs, because of {1l) the 3istance
between public institutions and employment offices znd Com-
prehensive tcmployment and Training program sponsors, (2)
incentives in both programs aimed at making as manvy job place-
ments as possible, which might discourage efforts t< help the
more hard to place mentally disabled, and (3} limited re-
sources in both programs for addressing the problers ef target
groups, such as the mentally disabled, with particulzr prob-
lems in the employment market. The reluctance of many employ-
ers to hire the mentally disabled was also cited as z prob-
lem.

Iin addition, Labor stated that the decision to further
expand training and employment serviccs to this espscially
disadvantaged group using resources available under the
Comprehensive Employment and Training Act rests primarily
with the State and local prime sponsors. They deteranine how
allocated resources will be used in their jurisdictions.

Labor officia. . also seid that as a result of = 1973
decision by the U.S. District Court for the Distric% of
Columbia, it had been enforcing standards for the pavment
of minimum and subminimum wages to patients who alsc work in
State institutions, including those for the mentallv 1il and
retarded. They believed that the enforcement of the:e stan-
dards helped tne deinstitutionalization effort by {1} making
certain that mentally disabled persons who could bs returned
t> the community were not kept in instituticns to perform
work for low wages and (2) helping to identify thoss who were
ready for community placement by identifying persons who
should be receiving the minimum wage. They believe that the
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capability of a mentally dissbled person to earn or be en-
titled to the minimum wage is an indicator of his or her po-
tential for community placement.

Labor has curtailed its efforts to enforce its standards
on the payment of minimum and subminimum wages to patient
workers in State institutions as a result of a June 1976 deci-
sion by L(he U.S. Supreme Court. The Court ruled that por-
tions of the Federal law authorizing Labor's activities in
this area were not constitutional.

Labor officials provided the following comments in re-
sponse tdo our recommendations.

--They believed that a Department-wide strategy and
plan for deinstitutionalization are desirable and will
develop such a plan, in cooperation with EEW. The
plan will represent activ.ties that can realistically
be carried out within (1) the missions of the various
constituent agencies of Labor and (2) the limits of
available resources.

~-They will expand efforts to monitor sheltered work~
shop compliaunce with applicable requirements. Labor
had also recognized this need and has initiated ac-
tion to expand snuch efferis in fiscal year 1977. The
linited number of inspections of sheltered workshops
resulted, in part, from the lack of trained staff and
incentives to inspectors. Workshops are more diffi-
cult to evaluate than other types of farilities, and
Lador's compliance officers generally don't have
special training in this area. Also, the "rewards”
system for Labor's compliance officers has been pri-
rarily based on obtaining back wages. Since rela-
tively large sums would usually not be invclved in
the workshop area, Labor field staffs have had little
incentive to emphasize workshop evaluations. Labor
is sponsoring a pilot training project on workshop
evaluations in one of its regions. If the project
is successful, it will be extended to all Labor re-
gional offices.

--Labor will explore, with HEW, what can be done to
fucther meet the employment assistance needs of the
wentally disabled released and to be released from
institutions, Labor will continue to make certain
that somecone in each local employment service office
is trained to help the mentally disabled.
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Labor said that for financial reasons, many employ-
ment service agencies have not been able to provide
complete services to the mentally disabled because
services to this group freguently involve intensive
counseling and job placement, which are time consuming
and expensive. Therefore, it is not possible to guar-
antee a totally effective and nationwide program for
this group within present budgetary constraints,

--Labor has provided for more aggressive monitoring of
contractor compliance with the reguirements of gecw-
tion 503 of the Rehabilitation Act of 1973, as amended.
Labor issued revised regulaticns in April 1976 which
(1) require contractors to make mental and physical
requirements job related tc prevent systematic exclu-
sion of classes of handicapped persons and (2) provide
that Federal contracting agencies notify contractors
of their obligations under section 503 and report to
Labor any employment conditions they identify during
their onsite visits to contractor facilities that may
violate section 503 so that Labor can make an inves-
tigation.

~--Labor will encourage better communicatiens between
Comprehensive Employment and Training Act title I
prime sponsors and vocational representotives of public
institutions for the mentally ill and retarded. La-
bor will suggest that each State Manpower Coordinating
Council put this item on its agsnda. Labor believed
that title I of the Comprehensive Employment and Train-
ing Act program had greater potential for assisting in
deinstitutionalization than title III of that program.
They said, however, that some difficulties exist which
might impede the develooment of specific projects for
the mentally disabled. These include:

1.

The distance between public institutioans, often
located in remote areas, and title I program
sponsors, usually leccated in urban centers.

The lack of the highly vocal community represen-
tation for the mentally disabled that other com-
munity groups have to pressure local program
sponsors.

The reluctance of many employers to hire employ-
ees with past histories of mental illness; this

creates some reluctance by trainers to designate
large groups for training who will later be dif-
ficult to place and would result in their showing
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fewer job placements than if they trained easily
i placeable groups.

Labor also said that in June 1976 it released a solicita-
tion for grant applications for innovative and replicable
projects designed to serve population segments which have spe-
cial employment and training needs. A total of $20 million was
made available for these projects. The mentally handicapped
were identified as one of the eligible population segments.

As of September 1, 1976, the grantee selection process had been
completed in seven regions. At least 46 projects have been
selected for implementation; cof these 8, or about 17 percent,
were designed to serve the mentally disabled.

We believed that the actions Labor has taken and proposed
are responsive to our recommendations and should help to al-
leviate some of the problems associated with training, coun-
seling, and finding jobs for the mentally disabled.

DEPARTMENT OF JUSTICE

The Department of Justice stated that it was taking an
active role in Federal cour:s throughout the country to es-
tablish as a constitutional principle the right to receive
treatment ir the setting that is least restrictive of personal
liberty consistent with treatment needs. It pointed out that
one of its major cases involving the mentally retarded was
recently dismissed on the grounds that the Attorney General
has no statutory avii>vity to bring such suits.

The Department feals t..at it does not need a specific
statute to sve to prohibit wilespread and severe deprivation
of constitutionzl rights and has appealed the dismissal.
Justice believes, however, that a specific statute would help
it gain State and local government acceptance of institution-
alized persons' rights. 1In February 1976, a bill (H.R. 12008)
was introduced to authorize the Attorney General to bring suit
to protect the constitutivonal rights of persons involuntarily
confined in institutions, but no action was taken on the bill.

NATIONAL ASSCCIATION OF
STATE MENTAL HEALTH PROGRAM DIRECTORS

In general, the association concurred in our findings and
supported our recommendations. It believes that the report
represents the experiences of a vast mzjority, if not all, of
the States.

The association said that additional consideration reeds
to be given to deinstitutionalization's impact on commuiities
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and on steps necessary tc prepare communities for it. Also,
the asrociation believes that the importance of court gdeci-
sions shculc@ be emphasized znd that decisions have to be

made on thke priority of upgrading imstitutional care versus
developing ccmmrunity care. The association said that Federal
regulations or limitations by judicial actions reguire States
to implement both sizultanscgusly without providing adeguate
resources.

Tc promote better coordination, the association believes
that (1)} Federal procrams should not bypass State, county,
and city governnments, (2) the flow of funds from the Federal
Government needs to be sirrlified, (3) coordination must be
effected at the service delivery level as well as among Fed-
eral agencies, and {4} the iack of coordination among Federal
requlation drafters leads %2 poor service delivery, duplica-
tion, internal contradictions between different funding
sources, and high adzministrative costs.

Concerning funding, the asscociation stated that (1) Medi-

caid funds have not increased State resources for deinstitu-
tionalization or improved the guality of care provided, (2)
funding for =m2dical care should be separated from funding

for other support systems, such as income support or social
services, and (3) funds for mental health need to be earmarked
because mental health is usuzlly ignored in the implementation
of general hezlth programs.

With respect to tne cemmunity mental health centers pro-
gram, the asceciation believed that (1) the legislative
changes made to the progcam in 1975 were counterproductive
because they nandated increased services without providing
adequate funding, (2} the catchment area concept is not use-
ful in high-density areas and is workable only if there is a
single mental health care svstem, {3} because it bypasses
State governzmeats, the progran results in a dual system, and
(4) a mechanism is needed to give the States more flexibility
in establishing and cverating community mental health programs
either directiy or by contract.

The association stated that our recommendation that the
Congress consider consolidating funds earmarked for mental
health has great appeal, but an alternative would be for the
Federal Goverrnment to contract with the States for the pro-
vision cf community rental health services. The association
also believed that the denial of Federal Medicaid benefits
for persons between 2% and 65 in ins*itutions for mental dis-
eases should bte reconsidered.
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We generally agree with the concerns expressed by the
association and believe that HEW and other Federal agencies
should consider them in (1) developing a Federal strategy
and plan for deinsztitutionalization, (2) determining Federal
agency toles and responsibilities, and (3) providing assis-
tance to State and local governments.
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1946

1955
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MAJOR EVENTS IN THE GROWTH OF FEDERAL INVOLVEMENT IN

DEINSTITUTIONALIZATION OF THE MENTALLY DISABLED

Event

National Mental Health
Act

Mental Health Study Act
of 1955

Pertinent provisions

Recognizing serious deficie cies in mental health
manpower, research, and the quality of care in
institutions, the Congress established the National
Institute of Mental Health and authorized grant
funds for mental health research, manpower train-
ing, and community mental health services. The
Senate Committee on Education and Labor reported:
"Mental out-patient clinics, conveniently located
and offering facilities for early diagnosis and
treatment, give every promise of being the most
effective means at our disposal for combating
mental disease." Grants for manpower training and
services were authorized, among other reasons, to
staff outpatient clinics so persons could be re-
leased from institutions and continue to receive
mental health care in commurities.

Recognizing thc large number of persons receiving
only custodial care in mental institutions, the
increasing cost to society of mental illness, and
indications that commurity outpatient clinics were
providing better treatment at lower cost, the
Congress authorized a nationwide study of the human
and economic problems of mental illness. The Joint
Commission on Mental Illness and Health conducted
this study and made recommendations to the Congress.
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Year

1960

1962

Event

Report of «2int
Commission on Mental
Illness and Health,
antitled "Action for
Mental Health," sub-
mitted to the Congress

Report of President's
Parel on Mental Retar-
dation, entitled "A
Proposed Program for
National Action to
Combat Mental Retar-
dation," submitted to
the President following
a l-year study.

-
——
-~

. . |
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Pertinent provisions

The Commission recommended (1) establishing
community-based programs for the mentally ill,
including (a) services to detect and treat mental
illncss before serious illness develops, (b) crisis
intervention, and (c) intensive treatment for those
with acute mental illness, (2) improving care in and
reductions in the size of mental hospitals as well
as creating community-based aftercare, intermediate
care, and rehabilitation services, and (3) a greater
Federal role in helping the State and local govern-
ments share mental healih care costs. According to
the Commission's report: "The objective of modern
treatment of persons with major mental illness i% to
enable the patient to maintain himself in the commu-
nity in a normal manner. To do so, it is necessary
(1) to save the patient from the debilitating ectfects
of institutionalization as much as possible, (2) if
the patient requires hospitalization, to return him
to home and community life as soon as possible, and
(3) thereafter to maintain him in the community as
long as possible."

The Panel made recommendations, including that (1)
the Department of Health, Education, and Welfare be
authorized to make grants to States for comprehensive
planning for the retarded, (2) HEW be authorized to
award project grants to State institutions for the
retarded to upgrade the quality of services provided
to help enabla the residents to return to the commu-
nity, and (3) local communities, in cooperation with
Federal and State agencies, provide comprehensive
community-based facilities and services for the
retarded. The Panel stated that its report was
predicated on a strong conviction that retarded
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Year

1963

1963

1963

Event

President sent the first
separate special message
to the Congress on mental
{1llness and retardation.

HEW appropriations act
for fiscal year 1963

Maternal and Child
Health and Mental
Retardation Planning
Amendments of 1963

Pertinent provisions

persons be served with as little dislocatiocn from
their normal environment as is consistent with
thelr needs.

Citing ovarcrowding, debilitating, and undesirable
aspects c¢f institutions, the President called for a
national program to combat mental illness and retar-~
dation with a whole new emphasis and approach based
on developing and using community-centered agencies.
These agencies were to provide a coordinated range
of timely diagnostic, health, educational, training,
rehabilitation, employment, welfare, and legal
protection services. The objective was to keep the
mentally disabled in the community and restore and
revitalize their lives through better health pro-
grams and strengthened educational and rehabilita-
tion services. The President stated that the number
of patients under custodial care in mental hospitals
could be reduced by 50 percent or more within a
decade nr two. An estimate for the reduction in the
number of retarded in institutions was not made.

Provided funds to the States to develop comprehen-
sive mental health plans, including community-based
mental health programs. (Additional funds were
appropriated in fiscal year 1964.)

Recognizing that responsibility for providing
sorvices to the retarded was divided widely among
health, welfare, education, and other agencies, the
Congress authorized funds for States to develop
comprehensive plans for prevcntlng, ameliorating,
and treatlng mental retardation in response to the
President's Panel on Mental Retardation recommenda-~
tions.
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1963

Loc

1965

Event

Mental Retardation
facilities and Commu-
nity Mental Health
Centers Construction
Act of 1963

Social Security
Amendments of 1965

¢
§
:
b
i
¥
£
1

Pertinent provisions

Authorized funds for constructing community-based
mental health centers and facilities for the mentally
retarded. The objective was to provide "seed" money
to help the States develop new and expanded resources
rather than long-range operating subsidies. In
reporting on the legislation, the House Committee on
Interstate and Foreign Commerce stated that it was
intended that community mental health centers would
transfer the care of the mentally ill from custodial
Stace institutions to community facilities comparable
tc those provided for the physically 111, The
cowmittee report further stated that a choice had tu
be wade between developing community resources or
improving State mental hospitals and that it had
chosen the former because new methods of treatment
were Leing developed, the mentally ill were capable
of rehabilitation, and there was less inclination

to reject and isolate the sufferers.

Enacted Medicare and Medicaild programs which included
coverage for inpatient hospital care for the mentally
ill and skilled nursing home care. Medicare provided
inpatient coverage for the elderly mentally ill in
general hospitals and limited benefits as inpatients
in mental hospitals and as outpatients., Medicaid
also providcd for inpatient mencal hospital benefits
for the elderly and for care for all eligible
mentally 111 in general hospitals and as outpatients.

The act authorized inpatient mental hospital benefits
for the mentally ill. This was to encourage States
to discharge the elderly who, with financial assist-
ance and supportive services, were able to care for
themselves in the community. It was intended that
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Year Event Pertinent provisions

the Federal assistance for the institutionalized
mentally ill would enable the States to shift their
funds to developing alternatives to care in mental
hospitals and to improve the care provided in such
facilities to help persons return to communities.

The act imposed stringent requirements under both
programs to make sure that persons receiving inpatient
mental hospital benefits receive active treatment
rather than custodial care. Requirements were alsgo
imposed under Medicaid to make sure that (1) the
person's need for inpatient care was periocdically
evaluated, (2) mental health and welfare agencies
cooperatively developed and used alternatives to
inpatient mental hospital care for persons of all
ages, and (3) Federal funds not be used to merely
replace State funds. To provide inpatient mental
hospital care to persons 65 or older under both
programg, the facilitics had to be accrodited by
the Joint Commission on Accreditation of Hospitals
or meet equivalent standards. JCAH standards are
based on the fundamental principle that the c¢bjec-
tive of inpatient care in mental hospitals is to
restore persons to an optimal level of functioning
and to return them to the community.

802

The act authorized additional funds for the States
for fiscal ycars 1966 and 1967 to cecnrdinate State
and local efforts for the retarded and to begin
implementing comprehensive mental retardation plans
for which funds were previously authorized.

I XIANdddy

I XIAN3d4qv



602

Year

1965

1865

Fvent

Mental Retardation
Facilities and Commu-
nity Mental Health
Centers Construction
Act Amendments of 1965

Federal Assistance to
State Operated and
supported Schools for
the Handicapped

Pertinent provisions

Authorized staffing grants for community mental
health centers, citing the inability of States and
communities to immediately free enough funds to
start providing adequate community mental health
services. It was intended that Federal support be
temporary until permanent funding sources were
developed.

In its report, the Senate Committee on Labor and
Public Welfare stated:

--CMHCs are to serve as the major alternative
to existing massive public mental hospitals
and as the continued treatment resource for
persons returning to communities following
periods of longer tera hospitalization.

--Being community bas=d and coordinated with
all other community resources, the CMHC
offers the greatest hope for the care,
treatment, and rehabilitation of the mentally
ill. CMHC's purpose is to help restore the
patient and family members to their fullest
mental, physical, social, and vocational
abilities.

The act authorized Federal grants to the States for
educating handicapped persons in State operated

and supported schools, including those in public
institutions for the mentally disabled.
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Year

1965

1966

1966

1967

1967

1968

Event

Vocational Rehabilita-
tion Act Amendments of
1965

Comprehensive Health
Planning and Public
Health Services ™
Amendments of 1966

Executive Order 11280

Partnership for Health
Amendments of 1967

Mental Retardation
Amendments of 1967

Vocational Rehabilita-~
tion Amendments of
1968

cravr e Arere e e < e

Pertinent provisions

Authorized constructing community residences focr
retarded persons receiving vocational rehabilitation
services in workshops and extending to 18 months the
time retarded persons were eligible for rehabilita-
tion services.

Required that at least 15 percent of State formula

grant allotments for public health setrvices be avail-

able only tor mental health services. The funds
were to be used for community mental health serv-
ices rather than residential care in mental
hospitals.

The President established the President's Committee
on Mental Retardation to, among other tasks,
recommend Federal action needed, coordinate Federal
activities, and stimulate action for the mentally
retarded,

Required that, beginning in fiscal year 1969, at
least 70 percent of the public health services funds
for montal health be available for providing
services in communities.

Authorized staffing grants for community facilities
for the retarded for a 5l-month pericd.

Authorized a nroject grant program for rehabili-
tating the mentally retarded and redefined followup
services, recognizing that the mentally disabled
needed longer followup than was usually allowed
under prior legislation.
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Year

1970

1970

12

1970

Event

Developmental Disabil=-
ities Services and
Facilities Construc~
tion Amendments of
1970

Report of the
President's Task Force
cn the Mentally Handi-
capped, entitled "Action
Against Mental Disabil-
ity" submitted to the
President

Housing and Urban
Development Act of
1970

Pertinent provisions

Replaced the community facilities construction and
staffing grant program for the retarded with a pro-
gram providing formula grants to the States for
comprehensive, coordinated planning, comprehensive
services, and constructing facilities for the
developmentally disabled. In its report o~ the act,
the House Committee on Interstate and Foreign
Commerce (1) urged improving institutional facili-
ties by eliminating the overcrowding, oversize, and
inadequate or inappropriate staffing and environment
that existed and (2) cited the need to develop
appropriately staffed, community-based, nonmedical
day care and residential facilities.

The Task Force made several recommendations,
including (1) the continued emphasis on community-
based care rather than institutional care, (2) a
sharper focus and more emphasis on the needs of the
mentally disabled by other agencies, (3) more
coordinated efforts among agencies, and (4) expanded
coverage of the mentally disabled under Medicare and
Medicaid. The Task Force also recommended establish-
ing a Joint Council on Disabilities with subordinated
Presidential committees for mental retardation,
mental illness, and physical disability. The Council
would have direct access to the President and the
Congress to provide more visibility, review, and
evaluation of agency efforts and effective advocacy
to resolve problems. (The Council was not es-
tablished.)

Required the Department of Housing and Urban
Development to encourage public housing agencies
to design, develop, or acquire residential settings
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1972 Social Security
Amendments of 1972
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& 1972 Wyatt v. Stickney

Pertinent provisions

Authorized inpatient mental hospital care for
persons under 21 under Medicaid in facilities that
met prescribed standards and provided active treat-
ment. The Senate Committee on Finance's report
stated that outpatient treatment in the patient's
own community should be useéd whenever possible and
that Federal funds were being authorized o support
the cost of inpatient care, when necessary, to help
restore mentally ill children to where they are
capable of rejoining and contributing to society as
active and constructive citizena., This legislation
aleo prov'ded for financial penalties on Slates not
implementing effective programs for controlling the
unnecesgary use of mental hospitals, skilled nursing
facilitics, and ICFs, including institutions for the
retarded., It also established the Supplemental
Security Income program to federalize and standard-
ize the assistance programs for the aged, blind, and
disabled which were previously administered by the
States. The program became effective in Janvary
1974.

The U.S. District Court, Montgomery, Alabama,
rendered its decision on the first class-action suit
successfully brought against a State's entire mental
health system. The court ruled that the mentally ill
and mentally retarded had a constitutional right to
treatment in the least restrictive setting necessary.
The court also imposed minimum constitutional stand-
ards for adequate habilitation of the mentally
disabled in the State's mental institutions. One
such standard also stated that nc person shall be
admitted to the institution unless a prior determina-
tion has been made that residence in the institution
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Year Event Pertinent provisions

is the least restrictive habilitation setting
feasible for the person. The decision of the court
was later affirmed by the U.S. Court of Appeals.
The Department of Justice participated in this case
as a friend of the court.

1973 Rehabilitation Act Required State vocational rchabilitation agencies to
of 1973 serve the more severely disabled first. Another

purpose of the act was to initiate and expand
services to groups of handicapped persons, including
those who are institutionalized or who have unusual
or difficult problems being rehabilitated and for
whom responsibility for treatment, education, and
rehabilitation is shared among agencies. The act
also required HLW to establish priorities for
services and authorized joint funding of projects
by more than one Federal agency.

vig

In reporting on this legislation, the Senate
Committee on Labor and Public Welfare stated that it
was giving the Rehabilitation Services Administration
greater control over, and therefore accountability
for, establishing service priorities because it
wanted RSA to exert more leadership in assisting

the States to help the handicapped. The conference
report stated that it was not their intention that
State agencies discontinue or refuse services to
handicapped persons because of the type of disabil-
ity, but stressed that eligibility for services in
the basi~c program is intended for persons with
gevere physical or mental disabilities and that
persons with social disadvantages or handicaps are
not by virtue therecf eligible.
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Year

1974

1974

1974

1974

Event

Housing and Community
Dovelopmeont Act of 1974

Welsch v. Likens

United States v.
Solomon

Executive Order 11776

Pertinent provigions

with handicaps; and it is therefore the
policy of the Congress that the Federal
Government work jointly with the States
and their citizens to develop recommenda-
tions and plans for action in solving the
multifold problems facing individuals
with handicaps.”

Made substantial changes to Federal housing and
community dovelopmoant programs and changed the
statutory definition of handicapped for HUD prcgrams
to specifically includ: the developmentally disabled.

The U.S. District Court, District of Minnesota,
affirmed that mentally retarded persons civilly
committed to the State's institutions have a
constitutional right to treatment and care in the
least restrictive practicable alternative to hospi-
talization and to a humane and safe living environ-
ment.

The Department of Justice initiated its first class
action suit on behalf of the right of institution-
alized mentally retarded persons to trzatment.

The President reaffirmed the national goal of
returning one~third of the retarded in public
ingtitutions to useful lives in their communities.
He extcended PCMR and required it to evaluate the
national effort tc combat mental retardation,
identify potential of various Federal programs for
achieving the Presidential goal, and providing
advice and assistance to the President. Federal
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Year

1974

1975

Event

Presidential Statement
on Mental Retardation

Social Services
Amendment.s of 1974

Pertinent provisions

departments and agencies were directed to designate
liaison offices with PCMR and provide it with infor-
mation on programs relating to the goals.

The President stated that, with appropriate training,
the retarded are capable of continuing development
in normal community settings. He stated that pri-
marily through its housing agencies, the Federal
Government will help retarded adults obtain suitable
housing, but the real help must come from the local
level. He also urged employers to use the U.S.
Employment Service to the fullest extent possible in
hiring retarded persons.

Replaced two existing social services programs with
a new one which included the following objectives:

--Achieving or maintaining self-sufficiency,
including reducing or preventing dependency.

--Preventing or reducing inappropriate
institutional care by providing community-
based care, home-based care, or other forms
of less intensive care.

~-Securing referral or admission for institu-
tional care when other forms of care are not
appropriate, or providing services to persons
in institutions.

I XIgN3dd¥

I XIdanNaddv



] ¢4

Year

1975

1975

1975

Event

Special Health Revenue
Sharing Act of 1975

Community Mental Health
Centers Amendments of
1975

Developmentally Disabled
Asslistance and Bill of
Rights Act

e et Aems s e

Pertinent provisions :

Amended the formula grant program for public

heaith services to (1) require developing and
implementing State mental health plans which

are designed to eliminate inappropriate placement

in institutions of persons with mental health prob~
lems, (2) insure the availability of appropriate
community services for such persons, and (3) improve
the quality of care for persons for whom institu-
tional care is appropriate,.

The Congress (1) stated that community mental
hcalth care is the most effective and humane form
of care for a majority of mentally ill individuals
and (2) strengthened program requirements to insure
that CMHCe were more effectively working toward
reducing inappropriate institutional placement.

The act stated that persons with developmental
disabilities buve a right to appropriate treatment,
sarvicen, and habilitation and these should be
designed to maximize the developrentil potential of
the person and be provided in the setting that is
least restrictive of the person's perscnal liberty.
The act also stated that the Federal Government and
the S5tates both have an obligation to assure that
public funds are not provided to any institutional
or other residential program for persons with
developmental disabilities that does not (1) provide
treatment, services, and habilitation appropriate

to the needs of such persons, (2) comply with ade-
guate f.rc and safety standards as may be promulgated
by HEW, and (3) meet other stipulated requirements.
The act further requires States receiving formula
grants thereunder to (1) prepare a plan for
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Year

1975

1975

Event

Education for All
Handicapped Children
Act of 1975

New York State
Agsociation for
Retarded Children
v. Carey

Pertinent provisions

eliminating inappropriate placements and improving
the quality of care for persons for whom institu-
tional care is appropriate, (2) support the
establishment of community programs as alternatives
to institutionalization, and (3) coordinate and work
with other agencies to assure the provision of
appropriate health, educzational, or social services.

This act authorizes grants to assure handicapped
children a free appropriate public education to meet
their special needs. The act requires HEW to
evaluate the effectiveness of procedures undertaken
by State and local educational agencies .o assure
this special education and redlzsted services in the
least restrictive environment commensurate with
their needs. HEW believes this act can have a great
impact on deinstitutionalization of mentally
disabled children.

The U.E8. District Court in Brooklyn, New York,
issued an order ratifying the consent decree of the
litigants. "The court order and consent decrce
provided that the mentally retarded residents of the
Willowbrook State School had a constitutional right
to treatment in the least restrictive set'.ing. The
provision was based on the Eighth Amendme ¢
prohibiting cruel and unusual punishment and on the
basis that harm can result not only from neglect,
but from conditions which cause regression or which
prevent development of an individual's capabilities,
The court order imponed gtandards for the care of
the retarded at Willowbrook and requirements on the
State to, among other things, (1) require that
residents be provided with the least restrictive and
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Year

1975

1975

Event.

O'Connor v. Donaldson

Pixon v. Weinberger

Pertinent provisions

most normal living conditions possii.le, (2) reduce
the population of Willowbrnok to 250 or fewer
persons within a 6-year period (the population was
about 5,200 when the suit was filed and about 3,000
when the case was completed), (3) develop ang
operate, or cause to be developed and operated, at
least 200 new community placements to meet individ-
ual needs within 1 year, and (4) request from the
legislature funds nccessary to implement the orderx.
The Departmont of Justice participated in this

case as a friend of the court.

The U.S. Supreme Court ruled that a State cannot
constitutionally confine without more 1/ a non-
dangerous person who is capable of surviving safely
by himself or with the help of willing and responsi-
ble family members or friends. The Supreme Court
did not rule on tho right to treatment issue, which
had been affirmed by the Court of Appeals. The
Court of Appeals affirmed the lower court's deci-
sion that involuntarily, civilly committed mentally
ill persons had a constitutional right to such
treatment as will help them to be cured or to
improve their mental condition.

The U.S. District Court in Washington, D.C., ruled
that involuntarily, civilly committed patients at
Saint Elizabeths Hospital have a right to placement
in the least restrictive setting necessary for their
treatment or care. The court ruled that the Federal
Government and the District of Columbia government

l-/Presumably more than mere custodial care.
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Year

1975

1376

1976

Event

Horacek V. Exon

.
~~

o

Housing Authorization
Act of 1976

Unemployment Compen-
sation Amendments of
1976

Pertinent provisions

must provide alternative facilities for those °
civilly committed patients not needing hos~ !
pitalization. :

The U.S. District Court in Nebraska approved

a consent agreement under which Nebraska agreed
to establish a goal to reduce the population of
the State's institution for the retarded from
about 1,070 to 250 within 3 years. The Depart-
ment of Justice participated in this case as a
plaintiff-intervenor.

Excluded the value of housing assistance under

certain Department of Housing and Urban Devclopm

I XIgN3daw

ment programs from a person's income and resources

for determining eligibility for or the amount of

SSI. Also authorized the use of community develop~
ment block grants for centers for the handicapped.

Amended title XVI of the Social Security Act to

~-authorize SSI payments to eligible persons

residing in publicly operated community
residences housing 16 or fewer persons,

--eliminate reductions in SSI payments as 2
result of State and local government Sub-
sidies based on nced,

~=repeal the reguirement that S$SI payments be

reduced as a result of payments made by

State or local governments for medical or re-
medial care provided by an institution when
such care could be provided under Medicaid,

I XIQN3dav
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Year Event Pertinent provisions

-~require, effective October 1, 1977, that
States egtablish and insure enforcement of
standards for group livisg facilities housing
or likely to house, a & gnificent number of
SSI recipients, and

-~egtablish a program for the referral to and
provision of rehabilitation gervices to SSI
recipients under age 16, including a require-
ment for individual service plans for such
disabled children.

(444
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Facility Program

Mental
hospital

Medicaid
(under
21)

Regulation

clearly setting forth
the responsibilities

for persons on whose
behalf payments are
made, including arrange-

~ ments for joint planning

and developing alter-
nate methods of care
and appropriate social
services.

The plan of care must
include a discharge
plan.

The plan of care shall
be designed to acbieve
the individual's
discharge from inpatient
status at the earliest
possible time. It

shall include at an
appropriate time post-
discharge plans and
coordination of

ey - s

B

H
v
i
L

Surveypr
or reviewer
Guidelines instruction
should include specific
instructions and
recornmandations to be
followed in aftercare.

Social services must
include planning for

and selecting alternate
care arrangements most
appropriate to the
diagnosed physical and
mental condition and

to personal needs.
Agreements for joint
planning for alternate
methods of care should
identify what the hospi-
tal or mental health
agency staff is expected
to provide in the way of
posthospital followup.

None. Independent

medical review -

teams are to
assure plans of
care, which
include dis-
charge plans,
are current and
complete.,
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Facility Program

Mental Medicare

hospital and
Medicai?®

Regulation

inpatient services,
with partial discharge
plans and appropriate
related services in the
patient's community to
ingure continuity of
care upoh discharge,

To participate in
Medicare, mental hospi-
tals must be accredited
by the Joint Commission
on Accreditatic. of Hos-
pitals or meet coequire-
monts equivalent to JCAH
accreditation standards
and must mecet the
requirements of section
18601(f) of the Social
Security Act. To
participate in Medicaid,
mental hospitals (fFor
persons under 21) must
be accredited by JCAH

as psychiatvlc facil-
itiaa,.

© e

Surveyor
or reviewer
Guidelines instruction

JCAH standards for
psychiatric facilities
require all medical
records to contain a
discharge summary.
Discharge summaries
should include
recommendationsa and
vrrangements for future
treatment that include a
notation covering
prescribed medications
and followup programs.
Where sociil work serv-
ices are indicated, a
brief and pertinent
written plan shall be
developoed for cach
patient or group and
should be usted in the
planning for discharge
and aftercare =ervices.
The plan shall indicate
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Facility Program

Ingtitu~-

tions for

the men~
tally
ratarded

VoA

Medicald

Requlation

Postinstituticnaliza~
tion plans must be
developed before dis~
charge which include
providing for
apprapeiate sersicas,
protective supervigion,
and other followup
services.

Plans of carc include
discharge plans.

Guid-~lines

wha* social work
gorvices are neoded
for the patient.

Fach regident's plan of
care must include an
assesement of his
potential for function-
ing outgide the
insticution, specifying
the type of care and
services that will be
needed to enable the
individual to function
in a different environ-
ment.

JCAH standards for
residential facilities
for the mentally
retarded require
planning for release

to include providing

for appropriate
services, including
protective supervision
and other followup serv-~
ices. After the
resident leaves the
facility, social workers
shall provide systematic
followup, including

4

Surveyor
or revl ewer
instruction

Reviow the
individual plan
of care to
dctormine that
it includes a
proscinstivue-
tional plan that
delineateg thea
supervision and
followup to be
provided,

Independent
professional
review teams

are to review
plans of care

to assure that
they are current
and cumplete.
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Surveyor §
or revi:wer 3
Facility Program Regulation Guidelines instruction N
L)
counseling with the »
resident, family, -
employers, and other
persons significant to
the resident's adjust-
ment in the community
and referral to appro-
priate community
agencies. For residents
provided vocational
rehabilitecion services,
followup shall be
provided that continues
) to be available to the
] individual for at least
1 year following place~
ment.
Skilled Medicare Each skilled nursirg Discharge planning is a By reviewing a
nursing Medicaid  facility must: (1) service and process that random sample
facility have in operation an identifics and evaluates of records and
organized discharge the patient'’s needs and by reviewing
planning program with azsists him in moving procedures,
the written designa~ from one environment .0 BUrveyorg are
tion of responsibility enother. The interc is to determine
for discharge plan- to encourage the health tn»t SNFs follow
ning, (2) have written facility to make deci- required dis~- 2
discharge planning sions in advance about charge planning o
procedures wnich the rehabilitation goals procedures, %
includes a description of the patient and the including eval- .
of available local orarall patient care uation of needs, 3
[a]
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Facility Program

Regulation

resources, and (3)
prepare a written dis-
charge plan that
insures that each
person has a planned
program of post-
facility continuing
care which takes into
account the persons
postdischarge needs.

UtilizAation review
committees for each
SNF are required to
review such person's
discharge plan to
assure it meets
applicable require=-
ments.

Guidelines

plan, such as: What
care is to be provided,
how, when, for how
long, and who is to
provide it.

There must be an
individual discharge
plan for each patient
which reflects input
from all services
involved in caring for
the patient. Planning
procedures cover
identifying and
evaluating patients'
needs and listing serv-
ice recommendations.
Each person has a dis-
charge program that
assures proper place-
ment and a discharge
summary that provides a
complete picture of his
or her total needs.

Surveynr
or reviewer
instruction

participation
by pertinent
disciplines,
ar.d involvement
by utilization
review commit-
tees.
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REQUIREMENTS OF OTHER PROGRAMS :

RELATING TO RELFASE PLANNING
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Regulation

Each agency that recelves formula grant funds must
prepare an individual habilitation plan for each
developmentally disabled person who reccives services
that includes (1) specific goals and objectives, (2)
identifying a program coordinator ragponesible for
implementing the plan, (3) gpecifying the role and
objectives of all partieg concerned, and (4) at leasc
an annual review.

Service plans must be developed and maintained for each
person who requires services. Service plans must be
regsponsive to the needs of each person and b2 reviewed
at icast annually to assure that they arc related to the
person’'s needs and are being effectively implemented.

Foster care services must

~—assure placement appropriate to individual needs and in
facilities approved as meeting licensing standards or
licensed by the appropriate State or local aluthority;

-~assure the person receives proper care; and
--determine the continued appropriateness of and need

for placement through periodic reviews, at least
annually.

Facility Program

Institution Developmental

or commu- Disabilities

nity

Institution Social services

or commu- Iva and VI 1/

nity

L/ superseded by title XX in 1975.
2 T TR L A
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Facility

Institution
or commu-
nity

Institution
or commu-
nity

Institution
or commu-
nity

Community

Program

Title XX
Social Services
Program

Vocational
Rehabilitation

Education for
the Handicapped

Supplemental
Security
Income

Regulation

Individual service plans are not regquired.

Each recipient must have a written rehalbilitation plan,
reviewed at least annually, that includes a statement
of long range gocals and intermediate objectives related
to attaining the goals and a statement of the services
to be provided.

The Education for All Handicapped Children Act of 1975
requires an individual written education plan for each
handicapped child which includes: (1) a statement of
annual goals, including short term instructional
objectives, (2) specific services to be provided, (3)
criteria for evaluating accomplishments, (4) designa-
tion of respgonsibility for the plan, and (5) at least
an annual plan review,

Except for alcoholics and drug addicts, SSI does noc
generally require dicabled recipients to have service
plans. Disabled SSI recipients must accept vocational
rehabilitation services if offered, unless they have a
valid reason fecr not doing so. Disabled persons
purzuing a self~support goal under an approved plan are
permitted to exclude certain income and resources needed
to fulfill such a plan when computing their 8§51
entitlements. In October 1976 the Social Security Act
was amended to require individual service plans for
certain S8SI recipients under 16 years of age.
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&PPENDIX IV APPENDIX 1V

ESTIMATED HEW OBLIGATIONS FOR

TEE MENTALLY RETARDED
FISCAL YEAR 1975
Major program area Amount
(millions)

Bducation $ 110
Public health 36
Disability insurance 348
Supplemental security income 404
Health insurance 29
Social services z )
Medicaid {tinstitutions for the retarded only)

{note &} n
Developmaental disabilities 54
Vocational rehabilitation 90
Other 1

Total $1,531

a/Estimates of costs for the retarded under other aspects
of the Xedicaid program were not available.

Source: Qffice For Hardicapped Individuals, HEW.
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APPENDIX V

ESTIMATED FEDERAL

EXPENDITURES RELATIRG TO

MENTAL ILLNESS IN 1971

Agency

National Institute of Mental Health, Department

of Health, Education, arnd Welfare
Other Public Health Service, HEW
Medical Services Administration
Other Social and Rehabilitation Service,
Office of Education, HEW
Department of Defense
Department of Justice
Veterans Administration
Other

Total

HEW

APPENDIX V

Amount

(millions)

$ 359.8
72.8
8l6.6
622.0
16.6
175.4
7.3
1,492.9
450.7
$4,014.2

Source: National Institute of Mental Health, HEW.
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APPENDIX VI APPENDIX VI

~ :@ . EXECUTIVE OFFICE OF THE PRESIDENT
2;:‘-3‘."? : OFFICE OF MANAGEMENT AND BUDGET
V‘ WASHINGTON, D.C. 20503

November 3, 1976

Mr. Gregory J. Ahart
Director

Human Resources Division
General Accounting Office
Washington, D, C. 20548

Dear Mr. Ahart:

This letter responds to your request for OMB comments on the
draft GAO report entitled “Improvements Needed in Efforts

to Help the Mentally Disabled Return to and Remain in
Communities.” We appreciate this opportunity to express our
views on this report, which we have carefully reviewed. Our
corments address the brocad policy issues raised by the study.
Other Federal agencies will address programmatic issues
relevant to their specific programs.

¥e endorse the goal of appropriate care and tresatment of the
mentally disabled, with a full range of community care as an
alternative to institutional care. The responsibility for
assessing and addressing the needs of the mentally ill and
mentally retarded, however, legitimately resides at the State
ard local level--and with the communities themselves.

There is indeed 2 complicated array of Federal programs designed
to provide assistance to States and localities responding to
the needs of these individuals. Your report noted some 135
programs in 11 agencies providing services in this area. As
long as the Congress mandates some 135 separate narrow
categorical programs and provides substantial funding for

each of them, Federal coordination, State coordinaticn and

the ability of the communities themselves to integrate services
will be virtually impossible. In recognition of these
difficulties, and in an attempt to sclve some of these problens,
the Administration picoposed to Congress in 1976 the "Financial
Assistance for Health Care Act," which would have consolidated
16 of the categorical Federa. health programs into a $10 billion
block grant tc the States. This proposal would have enabled
States and localities to restructure and integrate their health
services delivery system to more effectively meet community
needs and priorities.
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APPENDIX VI APPENDIX VI

In response to the three specific GAO recommendations to
Congress and CMB in the report's cover summary, the Admin-
istration will continue to support appropriate services'
to the mentally ill and the mentally retarded in the
following ways:

-- requesting appropriate levels of Federal resources
to support State and community efforts to develop
appropriate service alternatives for the mentally
disabled:

-- supporting the State and local decisionmaking
responsibilities in this area; and

-~ proposing consclidation into block grants of
narrow categorical health and related service
programs which, as currently designed, make program
integration and coordi=wation at the State and local
level extremely difficult.

We believe that this approach is responsive to the problems
igdentified in the GAO report and constitutes an appropriate
Federal role. The additional Federal activities recommended

in the report are unwarranted. Such activities would constitute
an unjustifiable intrusion into traditional and appropriate
State and local contrel over the development and delivery of

a comprehensive range of services for the mentally disabled.

In sum, the answer to improving coordination is to remove the
impediments to the local coordination, not to try t» solve
local problems from Washington.

Paul H. O'Neill
Deputy Director
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APPENDIX VII APPENDIX VII

DEPARTMENT OF HEALTH. EDUCATION, AND WELFARE

OFFICE OF THE SECRETARY
WASHINGTON. D C 20201

October 6, 197s

Mr. Gregory J. Ahart

Director, Human Resources Division
United States General Accounting Office
Washington, D. C. 20548

Dear Mr. Ahart:

The Secretary asked that I respond to your request for our
comments on your draft report, "Improvements Needed in
Efforts to Help the Mentally Disabled Return to and Remain
in Communities.*®

We have furnished members of your staff with several staff
papers prepared by various HEW components as a preliminary to
developing a coordinated Department response to the report.
They show that while the Department agrees with the thrust

¢i the report, there are areas which we believe require
changes or medifications. Also, there are many issues that
cut across a number of programs which require further in-depth
analyses.

The Under Secretary has asked the Assistant Secretary for
Planning and Evaluation to be the focal point in coordinating
our responses to the specific recommendations in the report
and to develop a plan for implementing those with which we
concur.

y
We will provide you with our conclusions and the action plan
within sixty days following the issuance of your final report.

Sincerely yours,

D. ung
Asisistant? Secretary, Comptroller



APPENDIX VIII APPENDIX VIII

DEPARTMENT OF HOUSING AMD URBAN DEVYELOPMENT
UASHINGTOR, D.C. 341

October 6, 1976

OPFICECP THUE ASRSTAHT EECRETARY 1% REPLY BEPER TO:
FOR CONJUKER APFAIRS ARD REQULATORY FUNCTIONS

Mr. Henry Eschwege

Director, Community and
Economlc Deveiopment Division

U. 5. General Accounting Office

Washington, D. C. 20548

Dear HMr. Eschwege:

This 1is in response to your letter of July 7, 1976,
transmitting a copy of the GAO draft report on
"Improvements Needed in Efforts to Help the Hentaliy
Disabled Return to and Remain in Communities”™.

As requested, we have reviewed the report and find
that it 1s a generally accurate reflection of many
of the problems historically assoclated with attempts
to use tle programs of the Department of Housing and
Urban Pevelopment to provide appropriate housing for
mentally dizabled persons.

Despite the lack of a more substantive mandate, in-
cluding increased resources, the Department has responded
to the Federal deinstituticnalization effor¢.

Initially, the Department's General Counsel undertook

a detailed study in 1971 to determine whether or

under what conditlons mental retardation could be
considered an eligibility factor for housing for the
handicapped. He concluded: P"Although this Department’s
earlier nosition was that the statutory definition

of handicap, which was based on 'physical impairment’
did not include the mentaily retarded, the Department‘s
position is now that if the mental retardation of an
individual can be determined to be the result of a
physical impairment, such as a brain damage problem,
or chenical or heurological physical impediment to
normal growth, then that individual legally could be
considered 'handicapped! for purposes of determining
(tenant) eligibillity......"
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he
In early 1972, HUD established the Office ofbt
Assistait to the Secretary for Programs for the
Elderly and Hsndicapped in order to give speclal
focus to the particula» needs of these persons,
including the mentally disadled.

One of the Zirat activities undertaken by this new

office was the designation of Elderly and Handicapped
Specialists 4n 211 HUD field offices. V¥hile the deci~

8ion of the General Counsel referred to above was not
formally transamitted to 21l field offices, the sub=-

stance of the decision was communicated to Reglonal ’
level Specizifiats during Central Office training in

mid 1972, and to persons a=d organizations active in

the field of housing for t¢he handicapped through

gpeeches delivered by Departmental representatives.

The expanded definition of handlcapped issued by the
General Counsel enabled KUD to approve several State-
Pederal finsncing plans for the development of group
homes for mentally retarded adults capable of an
independent 1ifestyle in tdelr communities. These
homes received supportive services from local, private
:ﬁd govermment agencles and mortgage insurance from

e state.

In January 1973, the Department suspended new approvals
under 1ts major subsidized programs in order to conduct
an intensive and ccmprehensive evaiustion eof their
effectiveness in meeting the National housing goal.

The results of this evaluation are reflected in the

new housing programs and ccamunity development atrategy
contained in the Housing =04 Community Development

Act of 1974. This Act alsc includes the developmentally
disabled within the statutery definition of “handicapped”
as 1t pertains to HUD prozrams. In addition, a recent
amendtent to the Act has ircluded "centers for the
handicapped™ as a specificilly eligible activity under
the Community Development Elock Grant Program. FProposed
regulations implementing this new authority will be
published shortly.

In September 1974, HUD played an active role in a
three-day National confererce on housing and the handi-
capped convened in Houston, Texas. For the first time,
more than 150 representatives of government and volunteer
groups concerned with the rseds or the handlcapped
assembled to discuss the werious housing probled. tac.ug
handicapped individuals and the HUD programs wh..lL c¢:2-uld
be brought to bear on them.
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The new emphasis on the handicapped contained in

the 1974 Act prompted the Department to issue %nstruc»
tions to 1ts fleld offices in early 1975. Regional
Administrators were directed to take eppropriate
steps to give adequate cnd full support to increasing
the Department's respons.veness to the special needs
of the elderly and handicapped. Additionally, they
were advised that providing improved housing iz but
one part of the overall objective of integrating
State, local and Pederal efforts and maximizing the
timeliness and effectivenees of program delivery to
handicapped citizens.

HUD's menthly Journel, Challengze, reaches a wide
variety of subscribers, including, emong others,
housing asuthorities, bullders and developers, public
officials and architects. In March 1975, the entire
issue was devoted to the handicapped. Articles covered
& range of special subjects, from HUD-assisted housing
for the handicapped, including a five page article on
housing the mentally handicapped, to what other coun-
tries are doing for their handicapped citizens. The
issue recetved such good response that 1t was reprinted .
in several thousand coples. In addition, further
public attention was directed toward housing the men-
tally disabled by the article, "Living Centers for

the Mentally Retarded", featured in the December 1975

issue of Challenge.

The Department is aware that 1ts low income housing
production procedures should be revised, in line with
the emphasis in the 1974 Act, to insure that they
address the housing needs of the mentally disabled, as
w2ll as tnose of the elderly and phyeically handicapped;
and HUD fully intends to make every effort te do this as
quickly as possible. For example, existing low-income
processing handbooks contain speclal provisions relative
to elderly and handicapped housing, with particular
attention on designing for acceasibility. An early
effort will be undertaken to up-date these provisions

by expanding instructions in a way that will lncreasse the
production of such facilities for the entire range of
elderly and handi:apped persons, including the mentally
disabled.
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In a very positive sense, RUD hes ‘aegn encoumszg in
its efforts to increase the numder of nandicapp
housing units through its receat experience with .
the Section 202 Direct Lean Progrem. In response S0
the 1975 invitstion to non-profit sponsors, & Sube
stantial number of applications were received froam
groups interested in serving the mentally retarded.
Responses were particularly heavy from states such
as Illinois, HMassachusetts and New York, which are
emphasizing deinstitutionalization of the wentally
retarded.

Applications were reviewed in HUD Central Office, and
those projects selected were announced by the 3ecretary
on April 22, 1976. Among the selecteea were ter 3rFls~
cant groups whose projects should provide approxi-~
mately 450 units for the develepmentally disabled.
Monitored by Central Office ~.d coordinated with the
Department of Health, Education and Welflare, these
cases will serve as a basis for establishing stsrdards
for this type of project and should permit greater use
of HUD programs for providing such facilities. aAddi-
tional units for the mentally dissbled will be aprroved
out of the 1976 Section 202 supplementsl appropriaticr.

In addftion, the Department 1s considering including ir
final regulations regarding Admission to and Occuparcy of
Low-Income Housing special mention of retarded or mentelly
il1, as definecd in the Act, as groups to which LH&'s
cannot automatically deny admission.

Management of handlcapped housing is also an on-going
concern of HUD. The Office of Housing, for example,

is currently working with Temple University on plans

to set up a feedback conference to be held this fzll

for the managers of housing for the handicapped. This
will be one of the few forums whereby managers from
across the United Sce2*-- .an get togethar to discuss
their management probiems and to exchange ldeas and
learn of new concepts which will enhance the development
and delivery of housing for the handicapped.

To further assist with the Jeedback process, invitations
will be offered to one rep.esentative, as weil as the
architect, from the selected Section 202 applicants

who intend to constri.® housing for the handiczpped.
A11 proceedings will bo recorded and transcripts
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=z participants

ot ublished for &diasemination to conference .

"?23% ﬁlso, curriculur materials will be developed for dis-

4

tribution to a munder of schools and training
facilitlies for the handicapped.

R
A
.« .

Even sharoer fodua on the concept of small group homes

i1s to be providad this year through the Office of

Policy Development and Research. It will sponsor &
demonstration &nd evaluation of amall group homes which
will result in guidelines for XUD staff and for spone
S0rs on how to Jda2velop tuch fgciiities for the handiecapped
using HUD resources.

With respect td the Community Development Block Grant
Program, and ti® required Housing Assistance Plan in
particular, it auld be notod that Housins Assistance
Plans are prepamed by units of general locsl povernment
and not local houging authoritles. The degree of
participation ¥ local housing authoritles varies at
the dizcretion ¢f the unit of general locel government.

The program regulations and imatructions te appllcants
regarding housiag sssistance plans conform to

the 1974 Act. Arplicants are reguired to accurately
assess the hcusing assistance needs of lower income
persons, including the handicspped, in their communivy.
Moreover, the siatute further egquires that the
Secretary shall approve an application "...unless on
the basis of sizmificant facts and data, generally
available and pexalning to community and housing needs
and cbhjectives, the Secretary Jetermines that the
applicant's desiviption of such needs and oblectives
1s plainly incongdatent with such facts or data ...%

The Department X28 not make an affirmative Judgement
on the consistenxey of an applizant's data. Rather, it
must be accepted unless plalniy inconsistent with
generally availidle data. Although some communities
have developed noye complete gdata from other, not
totally relladl? sources, in mest cases the only dats
generally avalladle is the Federsl Census, which
contains only l:imited information on disabilities
affecting the axillity to work.

Thus, in the abience of generslly avallable data of a

more complete najure regarding handicapped needs, it 1s
difficult for i Department t2 mske & finéing of inconslst-
ency. Nevertheiess, program reégulations co provide a means
for groups repregenting the handicapped to present the
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Department with evidsnce of eu sppiication being
ingonsiatent. Hor<over, H(u fleld offioes‘are nowit
being directed to scrden rOrXY carefully all Comsuniiy
Development applications to insure strict compliance
with the requirement to assess the housing needs of
the handlcspped.

It 18 also important to note that the Department is
unable to 1ssue guidelines for the purpose of insuring
the provision of adequate fecilities and supportive
services to the mentally dissbled through the Community
Development Block {rsnt Program. Such action would be
in conflict with Congressional intent that local
elected officials, rsther than spesial purpose agen-
cles, have principal responsibility for determining
Community Development needs, establishing priorities,
‘ and allocating resources. Imposition of Departmental
guldelines abridging this local responsibiiity would,
tgegegore, violate one of the basic purposes of the
statute.

Purther, Title I of the 19784 Act also sets forth
specific criterla which must be met in order for cer-
tain supportive services to be eligible for Community
Development Block Grany assigtance. For example, the
statute requires that public services be necesssary or
appropriate to support assisted physical development
activities being carried out in 8 concentrated manner.
Thus, under the present construction of the statute,
freestanding supportive services are not eligible for
asslstance.

Nevertheless, there are a number of actlon steps which
can be tsken within the frmzework of existing statutory
authority. As the Assistant Seeretary for Consumer
Affairs and Regulatory Functions, I,heve incorporated
g number c¢f these into the operating plan under the
Goals Management System for FY 1977.

. fmong the objectives which my Office has selected for
accomplishment during this periocd is the prevention of
unnecessary institutionalization of merntally and physically
handicapped persons by encouraging the provision of
alternative housing.

The tasks necessary to accomplish this objective include
a review of the aprlicability of existing HUD Minimum
Property Standards to the development of small group
homes and simllar supportive type living arrangements,
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a management meeting with HUD f1e14 personnel %o g%%ance
their capability to assist sponsort in utiliesing
resources to meet the special housing needs of the
handicapped and coordinating-the publication and dis-
tribution of an updated management guide for congregate
housing facilitles.

Another objective adopted by the Qffice of Consumer
Affairs and Regulatory Punctlions, that of assuring the
delivery of adeguate social and other services in
coordination with other Federal government agencies,
would also directly benefit those mentally retarded
persens who wish to reside in the community.
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This Uffice will alsc be coordinating consumer input
with regard to the formulation of Departmental policy
on Section 202 Selection Criteria, '"he goal is to
insure that small, non-profit community based organiza-
tions seeking to develop group homes for the mentally
retarded are afforded an opportunity to recelive 202

ﬁg funding equal to that of larger, more experienced
ad applicants.
A 2
S
3;: Perhaps the most important indication of HUD's commit-
ey 3 ment to handicapped citircens 18, even though actual
g implementation of Section 504 of the Rehabilitation
P Act of 1973 will have to awalt the issuance of guidelines

by the Department of Health, Education and Welfare, a
Departmental action force has already been established

to plan for such implementation.

.
AL

The Department hopes that these comments will be of
assistance in the preparstion of the final GAO Report.

= Sincerely,

. t Constance B. Newman
;# Assistant Secretary
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U.S. DEPARTMENT OF LaBOR

OFFIcE oF THE ASmTaNT SEeRETASY
WASHINGTON

August 1¢, 1976

Mr. Gregory J. Ahart

Director

Human Resources Divisiecn

U. S. General Accounting Office
Rashingten, D. C. 20348

Dear Mr. Ahart:

Thank ycu for the opportunity te review the draft
report, "Improvements XNeeded in Bfforts to Help the
Mentally Disabled Return to anrd Remain in Communities.™

We have provided your staff with oral comments on
the report.

If we can be of further assistance to you, please let
us know.

Sincere

K A.

Lo/ TR YEAGER
Director of Audit
. and Investigations
1
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UNITED STATES DEPARTMENT OF JUSTICE

WASHINGTON, D.C. 2530

Addreas Reply 1o tie
Divigon Indicared
snd Ecfar to Taitislo ua ! Numier September 22, 1976

IME: o

Victor Lowe, Esg.

Director, Genexal Government Division
Gengral Accoumting Office

441 G Street, N. W.

Washington, D. C. 20548

Dear Mr. Lowe:

I am writing concerning the draft GAO report entitled:
Inprovements Needed in Efforts to Help the Mentally Disabled Retun
and Remain in Commmities. Let me first of all commend you and your
staff in a truly momumental enterprise.

As your draft report at page 35 notes, the Department of
Justice is tzking a very active ro'e in litigating in the federal
courts throughout the country con.eming the constitutional rights
of persons who are subject to civil comdtment to imstitutions. Much
of our effort is directed toward establiching as a constitutional
principle the right to receive treatment in that serting vhich is
less restrictive of personal liberty consistent with the treatment
needs of such persons. As the GAD draft report well substantistes,
there is little controversy over the obviocus conclusion that there
are many persons institutionalized in the United States who would
benefit from deinstitutionalization and treatment in a much less
restrictive setting.

I believe that it is importzant that GAO be advised that one ol
our major cases, lUnited States v. Solomn, C.A. No. N-74-181 (D. Md.)
has recently been dismissed on the grounds that there is no specific
statutory autivrization for the Attorney Ceneral to bring such sults,
As you know, the Solomn case is a right to treatment case
the conditions of confinement of the mentally retarded residents of
the Rosewood State Hospital in Maryland. The Department has filed a

notice of appesl in that case. While it is our position that a specific
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statute suthorizing the Department of Justice to bring such suit is

ot nadessst v in order for the Attomey General to sue to enjoin
widospread end severe deprivations of constitutrional rights (as we
allege has occurred at the Rosewood facility), nevertheless such a
statute would assist in gaining acceptance by state and iocal govern-
ments of the rights of the institutimalized throughout the oowntry.

& proposed statute has been submitted to Comgress which would so
authorize the Attormey General to bring such suits. This bill, H.R.
1008, was introduced into the 94th Congress by Representative Railsback.

For a more complete statemenit of the litigative activities of
ghe Department in this area, you may wish to review ny testimmy which
is reported in the Report of Procsagdings of the Joint Hearing before
the Subcommittee on Long-Term Care and the Subcommittee an Health of
the Eldarly of the Special Committee on Aging, United States Senate,
24th Congress, First Session, Mental Health and the Elderly,at pages
43 through 52 (September 29, 1975).

If I can provide you any firther information in this regand,
plesse d not hesitate to ask.

ms M. m
Director
Office of Special Litigati
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Ooteher 13, 1976

Gregory J. Ahart
Director of the
Human Resources Division
United States General
Accounting Office
Washington, D.C. 20548

Dear Mr. Ahart,

This is in response to your letter of Aujust 25th
and constitutes in a preliminary way., a read:ion of the
leadership of the NASHHPD to the GRAQ draft Teport on
"Improvements Needed in Efforts to Help th2 Xentally
Disabled Return to and Remain in Copmunities™.

First of all, the enormous breadth and size of the
report necessarily makes our first reaction. in a sense,
an incomplete one and we do intend to presant Lo you
further comments in the near future as we continue our
study of your report.

Second, because of the "limitation® imposed on the
use of the draft, we have necessarily confinmed ous
consultations on the document %o the officers and board
of our association. Thus this response, ctviously,
does not carry with it the tota} zoncurrarce of all 59
state governments. From our gemeid iscussions with
the other state mental disability agency ewxszutives,
however, we know that what we subnit to you here dees
constitute a substantial consensus.

Also, in-as-much as NASMETD functisns under the
aegis of the Hational Governors' {onference. & copy of
these comments to you is being made available to N&C
in the event they consider that further comment is
necessary.

* L L ] * &® ® * *® * L]

The report to the Congress of the Unitad States by
the Comptroller General's Office represents a new mile-
stone toward the development of madern puhlic policy for
treating mentally ill and developmentally disabled perscena.

The report is particularly ramarkable iz its frankness
in describing some of the failures of the pieceneal
program approaches now in process &nd the eport emphasizes
in numercus ways the need for a helistic approach.

LQIPERATING AGENCY ~ COUNCIL UF STAYE QOVERAMER"S
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It is one of_the best decuments prepared by any group in many
years in systematically reviewing <he problem aresns in the wertal
health/mental retardation delivery svsten.

Although & good number of the cbservations have been known
to most of the state mental health and mental retardation program
directors for years, this report comcisely delineates the prcblems
and arrives at an insightful group of conclusions and reccormendations.

Although only five states wera studied intensively, the GAN
staff interviewed many people in other states.

From our experience, most of the comments made regarcing
Federal/State arrangements, both proosr2swatic and fiscal, are as
appggpriate to the other 45 states as they are to the five states
studied.

We strongly believe this repert represents the experiemves
of a vast majoraty, if not all, the states.

The GAO staff is, therefore, to be strongly commended for
a most worthwhile effort.

GENERAL COMMENT AND RECOMMENDATIONS:

(1)

@ The compilation in summary form of the major events inm the
growth of federal involvememt im deinstitutionalization
beginning with the National ®ental Healtb Act of 1946 is a
nost valuable document.

® It is of major significancs in that since the Social Security
Amendments of 1972, major changes have come about directly
or indirectly, through actions of the judicial branch of
government, beginning with the landmark Wyatt v. Stickney
"Right to Treatment in the Least Restrictive Setting.”

® All of the recent court decisions emphasize the comstitutional
right to treatment and whex these decisions are cocmbined
it means the legislative au3 executive branches are man-
dated to provide treatment %o — in effect - guarantes
treatment which must in efiect be carried out within a
community setting in most cases.

€@ In addition, communities are oerdered not to confire mon-
dangerous persons,

® The impact of these decisioms on our communities may well be

much the same as great as the impact of court Jecisions on
desegregation.
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{2}

3

{4}

(5}

{&r

October 13, 1976

In this area we believe the report to be lacking.

We are unable to find adequate consideration given to the
inpact of deinstitutionalization on the community and of
the 3teps necessary to prepare ¢ommunities.

The state goveraments have made significant advances in
this area since the mid-1950's.

The state menc-l disability agencies have concentrated,
particularly in the Jast few years, in building a true
comeranaty base for mental disability programming.

we look forward to the boost a major report such as this

will give our programs, particularly as this report

recognizes the increasing necessity for the federal government
te assume direct financial assistance to state governments

in funding mental disability programs related te dciastitution-
alization.

The federal government programs should not by-pass state,
county and city governments.

Neney mast flow to smaller levels of government through larger
levels of programs or they will never be coordinated.

The felderal government®s role should be to monitcer and implement
such a struciure.

Nea-governmental structures should not be created by the federal
government to by-pass state and local governmental structures.

The federal government's money should not be ®"swed money" or
*time=linited™ money at a time of fiscal problems at state and
local levels. Limited federal monies end up as a “"buck-passing-
Bortgage”.

Cozrdinatioa is not effected by more “committees™, “regional

councils®, etec. It is effected by simplification of money flow.

Current federal regulations are focused primarily on cost

coatainment. .

Lack of coordiration among federal regulation drafters leads to
sexvice, duplication, internal contradiction between

different funding sources and exorbitant administrative costs.

Federal regulations need to be monitored from “helow" as well
as from “above®.
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(7)
® A clear distinction needs to be made between what constitutes
"medical care” and what constitutes "support system® funding.

e ledical care funding should be restricted in use to certain
S.5.A. titles (e.g. XVIII and XIX), and support system funds
should be restricted to other titles (e.g. XVI and XX).

® Programs such as halfway houses should be funded under "support
systems" exclusively, rather than permitting the funding to be
distorted to get covered under two systems.

(8}
# Federal government "health® programs and statutes should be
mandated in all instances, to make a specific reference to,
and dullar allocation to "mental health"®.

e Public "mental health" programs represent forty-percent (40%)
of all public "health programs".

e Yet, despite well intentioned assurances to the contrary,
"mental health" can be almost certain to be ignored in the
implementation of the program.

SPECIFIC COMMENT AND RECOMMENDATIONS:

{1} To the Congress .....

(a)} We concur in the idea of designating a committee with
overall responsibility to oversee all Federal efforts
toward deinstituticnalizaticn.

(b) o The report appropriately points ocut that the CMHC
program although extremely important, is only one of a

vast array of federal programs, emphasizing the overall

problem of dezinstitutionalization (Medicare, Medicaid,
Title XX, HUD programs, etc.}.

e

The recommendation that Congress consider consolidating
funds earmarked for mental health (out of special revenue
sharing and CMHC programs) into block grants to the
state mental health agencies has a great deal of appeal.

An alternative which may be equally appealing to some

and pcssibly more practical at this time would be Federal-
to-State contracts possibly monitored by NIMH to include
the two funding systems mentioned above.

Project grants from NIMH to localities have run their
course and should be replaced by some mechanism allowing
the state (which has probably the greatest responsibility
in the area) more flexibility in establishing anéd
operating, either directly or by contract, the community
mental health programs of the Nation.
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(2) To oMB
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«ees. We concur in the GAO recommendations.

{3} To HUD and LABOR ..... we goncur in the GAQ recommendations.

(4) To HEW ..... we concur in all of the GADO recommendations to the

Secretary of HEW with the exception of those comments

regarding medicaid relative to the age group between 21

and 65. It may be that the exclusion for this age group
will have to continue for various fiscal reasons, however,
we think there should be some reconsideration as to whether
or not exclusion of medicaid for this age group who are
mentally ill should be discontinued.

{5} Chapter

Three --- "Federal Coordination®™ .....

(6) Chapter

The recommendations for interdepartmental coordination,
though on the side of the angels, will not lead to
improvement unless structures are devised to simplify
coordination at the program delivery level.

Five --- "Impact of CMHC's on Deinstitutionalization" .....

(7) Chapter

The 1975 amendments to the CMHC Acts are counter-produc-
tive because the mandate increases services without
adequate funding and vastly complicates administrative
tasks.

The catchment area concept is not useful in high

density areas in our cities. The concept of CMHC
becomes workable only if there is a single system of
mental health care.

Beczause the CHMHC program by-passes state governments, it
inevitably results in a dual system.

The current failure of the CMHC program to impact dein-
stitutionalization is the direct consequence of its
original design.

Six === "Medicaid" .....

I

The implication that federal medicaid monies increases

state resources for deinstitutionalization and improves
quality of care is simply incorrect. Medicaid has been

a drain on state dollars. Medicaid for delivering state
services has not added to the flexibility of state resources.

We agree that priority decisions between the up-grading

of institutional care and development of community care
need tc be made. However, current federal requlations

or limitations by judicial actions require states to
implement both simultaneously, without additional resources.
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(8) Chapter Eight —- "Medicare” .....

‘ {9} Chapter Nine —— "SSI® .....

APPENDIX XI

® Medicare coverage for psychiatric patients in non-general
hospitais should not be required to meet general hospital

standarcs.

{10) Chapter Ten

@ SSI should not have service program requirements attached.

& It should remain an "income support® program.

@ Adding a service pregram to it only further complicates
an already excessively complicated system.

@ The prorosed definition of an ICF as the cut off point for
full client eligibility under SSI, if implemented, would
result in disincentives to the use of the "least restric-

tive aiternative.

"Social Services® .....

will be forwardirng them to you.

cc:

® Pifty-percent (50%} categorical eligibility in nursing
homes is a disincentive to deinstitutionalization as well
as leading to poor gquality programs for both psychiatric
and nom-psychiatric patients,

* - &

*

*

&* * * *

&*

We apprecizte the opportunity to comment on what we consider
to be a "landmark® mental health report of the federal government.

We are brspeful that the fruits of this report will be fast
coning and loac—enduring and we pledge the support of the state
mental disability agencies in implementing the report's recommea-
daticns as amended by this communication.

As the various state agencies develop additional ideas we

Mr. Stephen B. Farber
birector

Sincerely,

William S. Allerton, M.D.

Director, Division of MH/MR

Dept. of Human Recources
State of Georgia

and
President, NASMHPD

¥ational Governors® Conference
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PRINCIPAL OFFICIALS RESPONSIELE

FOR THE ADMINISTRATICN OF ACTIVITIES DISCUSSED

RN A Ut e ST LRI S L fEmme s o

IN THIS REPORT

Tenure of officz2
From To

DEPARTMENT OF HEALTH, EDUCATION,
AND WELFARE

SECRETARY OF HEALTH, EDUCATION, AND

WELFARE:
David Mathews Aug. 1975 Present
Caspar W. Weinberger Feb. 1973 BAug. 1975
Frank C. Carlucci (acting) Jan. 1973 TFeb. 1973
Elliot L. Richardson June 1970 Jan. 1973
ASSISTANT SECRETARY FOR HUMAN
DEVELO>PMENT:
Stanley B. Thomas, Jr. Aug. 1973 Present
Stanley B. Thomas, Jr. (acting) Zpr. 1873 Aung. 1973
ASSISTANT SECRETARY FOR HEALTH:
Theodore Cooper Mavy 1975 Present
Theodore Cooper (acting) Feb. 1375 Apr. 1975
Charles C. Edwards Har. 1973 Jan. 1975
Richard L. Seggel (acting) Dec. 1972 Mar. 1973
Merlin K. Duval, Jr. July 1971 Dec. 1972

ADMINISTRATOR, SOCIAL AND REHABILITA-
TION SERVICE:

Robert Fulton June 1976 Pressent
Don I. Wortman {(acting) Jdan. 1976 Jur= 1976
John A. Svahn {acting) Cune 1975 Jaz. 1976
James S. Dwight, Jr. June 1973 Juore 1975
Francig D. DeGeorge (acting) Hay 1972 Jure 1973
Philip J. Rutledge (acting) Feb. 1973 May 1973
Joha D, Twiname Mar. 1970 Feb. 1973
COMMISSIONER, SOCIAL SECURITY
ADMINISTRATION:
James B. Cardwell Sept.1973 Present
Arthur E. Hess (acting) ¥ar. 1973 Sept.1973
Robert M. Ball Apr. 1962 Mar. 1973
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Tenure of cfrice
From

DEPARTMENT OF HOUSING AND URBAN

DEVELOPHENT

SECRETARY OF HOUSING AND URBAN
DEVELOPMENT:
Carla A. Hills
James T. Lynn
George W. Romney

ASSISTANT TO T4dE SECRETARY FOR
PROGRAME FOR THE ELDERLY AND
THE HANDICAPPED (note a):

Helen F. Holt
Robert F. Sykes (acting)
Mercer L. Jackson

ASSISTANT SECRETARY FOR CONSUMER
AFFAIRS AND REGULATORY FUNCTIONS:
Constance B, Newman

ASSISTANT SECRETARY FOR COMMUNITY
PLANNING AND DEVELOPMENT:
pavid O. Meeker, Jr.

ASSISTANT SECRETARY FOR HOUSING
PRODUCTION AND MORTGAGE CREDIT
AND FEDERAL HOUSING COMMISSIONER
(note b):

David S. Ccok

David DeWilde (acting)
Sheidon B. Lubar
Woodward Xingman (acting)
Eugene A. Gulledge

ASSISTANT SECRETARY FOR HOUSING
MANAGEMENT (note b):
James L. Young
Robert C. 0Odle, Jr.
H. R. Crawford
Abner D. Silverman (acting)
Norman V. HWatson

ASSISTANT SECRETARY FOR HOUSING-

FEDERAL HOUSING COMMISSIONER
James L. Young
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Mar.
Feb.
Jan.

Apr.
Julv
Mar.

Feb,

Aug.

Aug.
Nov.
July
Jan,
Oct.

Mar.
Jan.
Apr.
Jan.
July

June

1975
1973
1969

1974
1973
1972

1976

1973

1875
1974
1873
1973
1969

1976
1976
1973
1973
1370

1976

To

Present
Feb. 1975
Feb. 7973

Mar. 1976
Apr. 1974
July 1973

Present

Present

June 1976
Aug. 1975
Nov. 1974
July 1973
Jan. 1973

June 1976
Mar. 1976
Jar. 1976
Mar. 1973
Jan. 1973

Present
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Tenure of office

From To
DEPARTMENT OF LABOR
SECRETARY OF LABOR:
w. J. Usery, Jr. Feb. 127¢ Present
John T. Dunlop Mar. 1975 Jan. 1978
Peter J. Brennan Feb., 1973 Mar. 1937%
James D. Hodgson July 1970 Feb. 1973
ASSISTANT SECRETARY FOR EMPLOYMENT
STANDARDS::
John C. Read May 1976 Present
Bornard E. Delury May 1973 Apr. 193§
vacant Jan. 1973 May 1973
Richard J. Gruenwald Jan. 1972 Jan. 1973
Korace E. Menasco (acting) . Oct. 1971 Jan. 1972
ASSIZTANT SECRETARY FOR EMPLOYMENT
AND TRAINING {note c):
wWillian H. Rolberg Apr. 1973 Present
Paul J. Fasser, Jr. (acting) Jan. 1973 Apr. 1973
qxlcolm R. lLovell July 1970 Jan. 1973

a/In March 1976, this position was changed to Assistant for
Programs for the Elderly and Handicapped and became part
2f the office of the Assistant Secretary for Consumer Af-
fairs and Regulatory Functions.

b/In June 1976, these positions were combined and the posi-
tion of the Assistant Secretary for Housing-Federal Housing
Cormissioner was established.
;

¢/Before Novembar 12, 1975, the position title was Assistant
Secretary for Manpower.
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